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Abstract 
 
Coronary heart disease (CHD) is the leading cause of mortality worldwide. 
Cardiac-rehabilitation (CR) can be effective in the secondary prevention of CHD 
demonstrating improved physical and psychological outcomes for those who 
attend.  However, only 50% of eligible UK patients attend. Literature to date has 
mainly focused on patients who attend CR or those who drop out.  In this study 
the illness perceptions and coping strategies of patients who decline CR were 
explored using the Common-sense Model of Self-regulation (Leventhal, Nerez, 
and Steele, 1984) and the Transactional Model of Stress and Coping (Lazarus 
and Folkman, 1984).  Using a qualitative approach, 10 patients (five male and 
five female), took part in semi-structured interviews within six months of referral 
to a CR programme.   
 
Thematic analysis indicated that decliners of CR programmes report very low 
levels of illness identity and that benefits of CR were poorly understood. This is 
pivotal to understanding reasons for non-engagement as previous research 
suggests that CR attenders, and those who drop out report high levels of illness 
identity. Emotion focused strategies dominated accounts, however, secondary 
prevention strategies such as walking, were independently employed. 
Participants voiced a desire for alternative support that was tailored to their 
needs, often later in their recovery journey, such as lifestyle changes and 
psychological adjustment with flexible delivery approaches such as telephone or 
digital support. This study demonstrates the importance of understanding the 
illness perceptions of CR decliners to support secondary prevention strategies 
and effective support for CHD patients.  
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1.0 Introduction 
 
The challenges faced by public health organisations have changed in their 
aetiology over time.  Historically issues such as poor sanitation and 
communicable diseases were significant public health challenges, and work by 
pioneers in fields such as medicine and epidemiology brought about advances 
in protecting the health of the public (Hanlon et al., 2011).  One example of this 
was the cholera outbreak in Soho in the 1900s.  John Snow, an epidemiologist 
in London, mapped the cases of cholera that had resulted in 550 deaths.  
Through these investigations he was able to identify that the handle on a 
communal water pump was the point of transmission.  This knowledge 
galvanised the local council into action to remove the handle on the water pump 
and consequently stop the spread of the disease.  More recently, pioneering 
public health work has seen the introduction of vaccination programmes in the 
UK to halt the spread of diseases such as tuberculosis, diphtheria, and tetanus 
(Salisbury et al., 2002) and rubella (Knox, 1980) in order to improve and protect 
the health of the population (Hanlon et al., 2011, Public Health England, 2013).   
 
Modern public health services continue to draw on a range of disciplines to 
inform the best course of action (Hanlon et al., 2011).  Traditional disciplines, 
such as epidemiology, continue to play important roles in public health (Gulis 
and Fujino, 2015), however, the challenges facing modern public health 
services are very different in their aetiology (World Health Organisation (WHO), 
2018). Today many of the main causes of disability and disease are the result of 
lifestyle choices such as smoking (Prochaska et al., 2017), alcohol consumption 
(Public Health England, 2016), and poor diet (Hruby et al., 2016) which increase 
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the risk of developing non-communicable diseases or long-term conditions 
(WHO, 2018, Marmott, 2015, The Health Foundation, 2011).  Medicine still has 
a significant role to play in population health, however, it is clear that the 
challenges faced by modern health services require a holistic view of health and 
wellbeing (The King’s Fund, 2018).  There has been a strategic shift to a 
prevention agenda by health services (NHS Long Term Plan, 2019).  For this to 
be successful, individuals have to change their behaviour to prevent them 
acquiring long term conditions and reduce the risk of developing further health 
related issues (The King’s Fund, 2019). 
 
1.1 Background to research and systematic review 
 
1.1.1 Long term conditions and self-management  
 
There are 15.4 million people in England living with a long term condition (LTC; 
DH, 2012, 2013), the most prevalent of these being hypertension, depression, 
asthma, and coronary heart disease (CHD).  The number of people living with 
an LTC is projected to rise, including the number of people living with 
multimorbidity (defined as two or more LTCs (National Institute for Health and 
Care Excellence (NICE) NG56, 2016).  People with LTCs are extensive users of 
health and social care resources, accounting for 70% of health care spend in 
England, 70% of days spent in hospital, and 50% of GP appointments 
(Department of Health 2012). 
 
Health services in the UK are under significant financial strain. The demand for 
services is increasing and there are growing concerns surrounding the 
economic burden on health services as well as the wider economic costs (The 
Health Foundation, 2018, The King’s Fund, 2019).  Also, patients with LTCs 
often experience significant physical and psychological challenges impacting on 
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their quality of life and causing anxiety and depression (Brink, Karlson and 
Hallberg, 2002, 2011) giving rise to further demand on health services.  In an 
attempt to support people with LTCs and reduce the financial burden, health 
organisations, including the NHS and Public Health, are moving to an agenda of 
primary and secondary prevention.  The Secretary of State for Health and 
Social Care recently announced the NHS Long Term Plan (2019) which builds 
on the Five Year Forward View (NHS England, 2014).  This report sets out NHS 
plans to increase current work on prevention in order to reduce the demand on 
health services.  The report focuses on addressing many of the main causes of 
avoidable ill health including alcohol, obesity, and smoking.  However, while it 
has been broadly welcomed by health organisations, there are some 
reservations about delivering this agenda. For instance, primary and secondary 
prevention are often underrated by clinicians and commissioners, and in some 
areas, such as cardiology, the medical model is prevalent and engagement 
from clinicians can be variable (Piepoli et al., 2015).  Additionally, it can take 
time for services to realise cost savings from prevention programmes (Local 
Government Association, 2015).  This is against a background of significant 
funding pressures on health budgets and limited funding associated with this 
work, especially in the area of public health. This can result in variable 
implementation of national guidance that ultimately can lead to suboptimal 
outcomes (Piepoli et al., 2015).     
 
While there are challenges in implementing this agenda there has nonetheless 
been a shift that has seen the introduction of programmes, such as NHS Health 
Checks, which aim to identify and manage risk factors for the major causes of 
preventable death in the 40-74-year old age group.  Risk factors such as high 
cholesterol, obesity, high blood pressure, and smoking can lead to LTCs such 
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as coronary heart disease (CHD), diabetes and chronic kidney disease (Public 
Health England, 2013).  These LTCs contribute to increasing health inequalities, 
morbidity and mortality rates across the UK (Public Health England, 2013).  A 
simple consultation in primary care maximises the opportunity to identify risk 
factors, take preventative measures, and put a plan in place to reduce further 
risks (Public Health England, 2013).   
 
Once diagnosed with an LTC the majority of management of the condition is 
undertaken by the patients themselves, with only 1% of their time spent with 
health professionals (NHS England, 2014).  Therefore, the self-management of 
LTCs has become a significant focus for policy makers, particularly as, despite 
continued advances in medical science, adherence to long term treatments 
remains low (Naderi et al. 2012, WHO, 2003) with only 15-25% of patients 
increasing positive health behaviours after diagnosis (Dunbar et al, 2001).  
Interventions to support self-management have been introduced in a wide range 
of health areas and have been reported to improve motivation, and even 
change service utilisation (The Health Foundation, 2011).  Self-management 
programmes have also been associated with increased self-efficacy, improved 
quality of life, increased knowledge and more adaptive coping behaviours 
(National Voices, 2014).   Therefore, self-management interventions are seen 
as a significant step towards improving health outcomes and quality of life for 
patients with LTCs while reducing the pressure on health services (The Health 
Foundation, 2011, NHS Long Term Plan, 2019).   
 
As there is an increasing focus on the self-management of LTCs by 
commissioners of health services and policy makers there is a clear need to 
determine the effectiveness of interventions intended to support this process. 
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Self-management research has focused on factors that are perceived to be 
modifiable, such as increasing knowledge, coping and resilience (de Ridder and 
Schruers, 2001, Hilliard et al. 2012, Rutter 2006, Rutter 2012, Turk et al, 1979, 
van Elderen, 1999), Following diagnosis of an LTC adaptive coping is 
considered to be an important part of the self-management process 
demonstrating potential to improve outcomes (de Ridder and Schruers, 2001).  
Therefore, as part of the background for the current study, a systematic review 
of psychosocial interventions to increase coping and resilience in patients with 
common LTCs (based on the criteria for the NHS Health Check), was 
conducted by the author (Appendix A) to establish if the evidence supports the 
interest in this area.   
 
The findings of this review suggest that psychosocial interventions have a small 
to moderate effect in improving coping in diabetes mellitus, chronic obstructive 
pulmonary disease (COPD) and cardiovascular disease (CVD). Overall the 
evidence was not strong enough to draw any firm conclusions due to the high 
risk of bias, small number of studies identified, small sample sizes and 
heterogeneity of the included studies.  However, the results are suggestive of a 
positive trend in coping that warrants further investigation. The systematic 
review conducted by the author (Appendix A) identified that the research lacks a 
consensus on the conceptualisation and measurement of coping.  This leads to 
the question of whether coping is being understood and measured effectively in 
these patient groups, and further research is needed to address this issue.   
 
It seems clear from the changing demographics (such as an ageing population 
in the UK) and the research evidence base that the trend to develop self-
management interventions is set to continue (NHS Long Term Plan, 2019).  It is 
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therefore important that interventions are developed on a clear understanding of 
the needs of the patient group, as different health conditions may require 
different forms of self-management and elicit different coping responses.  
Coronary heart disease remains a major public health issue and the 
development of effective interventions for this patient group are paramount to 
the prevention agenda (NHS Long Term Plan, 2019). Cardiac rehabilitation is 
the standard care recommended by NICE guidance (NICE CG172) however, 
attendance remains low across the UK (BHF, 2018). Research to date has 
largely focused on patients who attend CR programmes (attenders) or those 
who agree to attend and then change their minds (non-attenders).  Patients who 
immediately decline the offer of CR (referred to as decliners in this study) are 
perceived by cardiac teams to be qualitatively different from non-attenders as 
they are more difficult to engage with and do not take part in standard 
secondary prevention approaches for CHD. As scant attention has been paid to 
this group by researchers and there is little understanding of how people who 
immediately decline this programme adapt and cope with their condition, this is 
the focus of this study. 
 
1.2 Coronary heart disease 
 
Coronary heart disease (CHD) was first identified as a significant health issue in 
the USA in 1940s with epidemiological studies playing a major role in defining 
the risk factors for cardiovascular diseases including CHD (Mahmood et al., 
2014). Seminal studies, such as the Framingham Heart Study, played a major 
role in elucidating health professionals’ knowledge of heart disease in a general 
population (Dawber, Meadors and Moore, 1951; Kannel et al., 1961; Mahmood 
et.al., 2014; National Heart Institute, 1949).  The Framingham Heart Study was 
a longitudinal study that started recruiting participants in 1948 in the town of 
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Framingham, Massachusetts in the USA.  The original cohort of 5,209 
participants were contacted every two years to take part in a range of measures 
(including taking detailed medical history, laboratory tests and a physical 
examination) with the aim of identifying characteristics and common factors that 
contribute to Cardiovascular disease (CVD).  The study identified that high 
blood pressure, high blood cholesterol, smoking, obesity, diabetes, and physical 
inactivity were significant risk factors in the development of CHD (Framingham 
Heart study, 2019).  This knowledge has informed the prevention and 
management of CHD resulting in a reduction in the prevalence over time. It 
must be noted that while the Framingham Heart Study was a major step forward 
its focus was on identifying risk factors rather than changing health behaviours.  
Now that the risk factors are understood, the focus of modern health services is 
on prevention (NHS Forward Plan, 2019), with interventions to reduce the risk 
of a secondary event focusing on healthy lifestyles and behaviour change 
becoming a priority.   
 
Although there has been a reduction in prevalence, CHD remains a significant 
health issue worldwide (WHO, 2013; WHO, 2017, British Heart Foundation, 
2018).  The World Health Organisation states that it is the leading cause of 
global mortality, with 8.76 million people reported to have died as a result of 
CHD in 2015 (WHO, 2017).  This global picture is reflected in the UK with 
approximately 180 people losing their lives each day to CHD, resulting in over 
66,000 deaths per annum (see Table 1), including approx. 22,000 premature 
deaths (British Heart Foundation, 2018).  The British Heart Foundation (BHF) 
reports that there has been progress in the prevention of CHD and that the age-
standardised death rate in the UK has reduced by 73%, with a reduction of 81% 
in premature deaths (BHF, 2015) between 1974 and 2013.   However, despite 
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this decline, CHD remains a significant issue with 2.3 million people estimated 
to be living with CHD in the UK (Quality and Outcomes Framework Data, 
2014/15) resulting in increased morbidity and disability impacting on their quality 
of life.  CHD is more prevalent in men than in women, with more than one in 
seven men and nearly one in twelve women dying from CHD in the UK (BHF, 
2018).   
 
Table 1: Deaths by CHD, by gender and age, United Kingdom 2016 
 
 
 
Coronary 
heart 
disease 
 All 
ages 
Under 
35 
35-
44 
45-54 55-64 65-74 75-84 85+ 
Men 40,297 111 526 2,225 4,904 9,215 12,638 10,678 
Women 25,779 22 121 531 1,475 3,485 7,509 12,636 
Total 66,076 133 647 2,756 6,379 12,700 20,147 23,314 
BHF Cardiovascular disease statistics 2018 
 
Regional variations in prevalence are also apparent, with Scotland and the 
North of England reporting more incidences of CHD than the southern counties 
of England (see Table 2), and with CHD accounting for 16% of all avoidable 
deaths in England and Wales in 2015 (Office of National Statistics, 2017).   
Table 2: Prevalence of coronary heart disease by region and country, United Kingdom 
Country/Government Office 
Region 
List size Coronary Heart Disease Register 
Number % 
North East 3,069,725 131,737 4.3 
North West 7,345,702 268,118 3.6 
Yorkshire and the Humber 5,710,447 209,588 3.7 
East Midlands 4,880,915 167,008 3.4 
West Midlands 5,857967 188,793 3.2 
East of England 6,491,716 200,880 3.1 
London 9,585,447 192,339 2.0 
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South East 9,398,667 271,575 2.9 
South West 5,688,561 201,050 3.5 
England 58,029,147 1,829,777 3.2 
Scotland 5,632,960 230,947 4.1 
Wales 3,222,892 119,243 3.7 
Northern Ireland 1,964,209 74,320 3.8 
UK 68,849,208 2,254,287 3.3 
Adapted from Prevalence of selected cardiovascular conditions by region and country, United Kingdom in BHF    
Cardiovascular Statistics 2018. 
 
CHD, also sometimes referred to as coronary artery disease or ischaemic heart 
disease in the literature, falls within the diagnostic grouping of CVD and is 
classified as a disease of the blood vessels supplying the heart muscle (WHO, 
2017).  CHD is primarily caused by atherosclerosis, which is a disease that 
causes a build-up of fatty deposits on the artery wall (National Heart, Blood and 
Lung Institute, 2018).  Over time the deposits form an atherosclerotic plaque 
that can narrow and block the coronary arteries resulting in angina or an MI 
(Reed, Rossi and Cannon, 2017).  Although the aetiology of atherosclerosis is 
not fully understood, it has been linked to both genetic factors (e.g. family 
history of early heart disease) and lifestyle factors (such as physical inactivity, 
obesity, tobacco use, harmful use of alcohol, and stress) as well as other health 
conditions such as high blood pressure, high cholesterol, and diabetes (National 
Heart, Blood and Lung Institute, 2018; Reed, Rossi and Cannon, 2016).   
 
CHD affects the functioning of the heart which, when working within normal 
parameters, is fed oxygen rich blood which passes over the smooth surface of 
the coronary arteries into the heart muscle. When CHD is present an 
accumulation of leukocytes, the majority of which are macrophages that are 
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laden with lipids, builds up on the subendothelial area of the artery wall 
(atherosclerosis).  This process results in an inflammatory response that over 
time can lead to calcification, rupture and haemorrhage of coronary arteries 
(Arbab-Zadeh and Fuster, 2015; Keeley and Hillis, 2007; Lu and Daugherty, 
2015; Otuska et al., 2014; Virmani, Joner and Sakakura, 2014).  
 
In an attempt to repair the inflammatory response, a fibrous cap develops 
across the inflammation.  Over time, as the process of inflammation and repair 
continues, a plaque forms and thickens.  Eventually, this vicious cycle, which 
takes place over many years, can result in the hardening and narrowing of the 
coronary arteries, which in turn reduces the blood flow to the heart (American 
Heart Association, 2017).  It is this cyclical relationship that has made reducing 
or managing the body’s inflammatory response to atherosclerosis a key area of 
investigation for medical researchers (Reed, Rossi and Cannon, 2016).   
 
There are three main manifestations of CHD: angina, myocardial infarction (MI), 
and cardiac arrest (Reed, Rossi and Cannon, 2016).  Often angina or an MI are 
the first symptom patients experience leading to a diagnosis of CHD.  Angina is 
caused by the partial blocking of the coronary artery.  When angina is stable 
patients may experience symptoms of chest pain during exertion that are 
managed by the patient with medication (Reed, Rossi and Cannon, 2016).  
Unstable angina however, results in chest pain during exertion but also when 
the patient is at rest (Reed, Rossi and Cannon, 2016).  This is considered to be 
a major risk factor for a cardiac event as it is often a pre-cursor to an MI or 
sudden coronary death (Falk, 1985). 
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Another manifestation of CHD is an acute myocardial infarction (Reed, Rossi 
and Cannon, 2016; Thygesen, Alpert, and Jaffe, 2012).  An MI occurs when an 
atherosclerotic plaque is disrupted causing a thrombus (blood clot) to develop 
ultimately blocking the blood flow to the heart (Falk, 1985).  The blockage leads 
to the death of myocardial tissue, known as myocyte necrosis, (Reed, Rossi 
and Cannon, 2016).  In addition, debris that has broken away from the 
atherosclerotic plaque (known as an embolus) travels through the bloodstream 
towards the heart muscle resulting in a blockage of the blood vessels (Reed, 
Rossi and Cannon, 2016).  The severity of the MI is determined by whether the 
blockage is partial or complete, the length of time the blood flow to the heart is 
disrupted, and the amount of myocardium that continues to be supplied with 
blood, as well as the success of reperfusion (restoration of blood flow) following 
treatment (Reed, Rossi and Cannon, 2016).   
 
Acute MIs are divided into two types: ST-elevation myocardial infarction 
(STEMI), and Non-ST elevation myocardial infarction (NSTEMI).  The term ST-
elevation refers to part of the Electrocardiogram (ECG) tracing and whether it is 
elevated above baseline.  A STEMI is considered to be the more severe of the 
two types of MI.  In a STEMI the coronary artery is completely blocked by a 
thrombus resulting in damage over a large area, extending deep into the heart 
muscle (Kumar, 2009, Reed, Rossi and Cannon, 2016).  In the case of a 
NSTEMI, which accounts for 60-75% of MIs (Reed, Rossi and Cannon, 2016), 
the damage to the heart muscle is less severe as it does not extend all of the 
way through the heart muscle, therefore requiring different clinical management, 
although lifestyle advice is consistent for both diagnoses.  CHD can also 
manifest as a cardiac arrest, which is defined by the heart stopping beating and 
not pumping blood around the body (BHF, 2015).  If a sudden cardiac arrest is 
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experienced out of hospital, then survival rates are very low.  The BHF reports 
more than 30,000 out of hospital cardiac arrests in England each year (BHF, 
2018) with less than 10% of patients surviving. 
 
Overall CHD mortality rates in the UK are declining due to a reduction in some 
modifiable risk factors in the general population such as smoking, poor diet, 
physical inactivity, and alcohol consumption.  This, coupled with improved 
healthcare, has resulted in reduced fatality following an MI (Unal et al, 2004; 
O’Flaherty et al, 2012).  Despite the reduction in prevalence there are still 
significant personal and economic costs associated with CHD.  It is estimated 
that the cost to the NHS alone of CHD is £953.7 million per year, with wider 
costs to the economy through premature death and lost productivity estimated 
by the European Heart Network to be €9 billion per year (Wilkins et al., 2017). 
 
1.2.1 Treatment and secondary prevention of CHD 
 
1.2.1.1 Medical treatment  
 
There are a range of medical treatments available in the UK for patients with 
CHD depending on their specific diagnosis.  Treatments include both surgical 
and non-surgical procedures as well as prescription medication (BHF, 2018).  
Surgical procedures, such as valve replacements and coronary artery bypass 
grafts (CABG), have become increasingly common.  The BHF (2018) reported 
16,166 CABG procedures in 2015 compared with 2,297 in 1977, and 5,796 
aortic valve replacements in 2015 in comparison with 3,361 in 2003.  Although 
the number of surgical procedures has increased over time it should be noted 
that the number of patients undergoing CABG surgery has declined.  In more 
recent years there has been a distinct shift towards non-surgical procedures, 
such as percutaneous coronary interventions (PCI), also known as an 
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angioplasty, and stenting in line with NICE guidance (NICE CG172, 2013).  A 
PCI is a minimally invasive procedure used to improve blood flow to the heart in 
which catheterisation and contrast dye are employed by the cardiologist to 
identify blocked arteries.  A small balloon is then used to open the blocked 
artery and a small wire tube, called a stent, is inserted to widen obstructed 
arteries to increase blood flow to the heart (National Heart, Lung and Blood 
Institute, 2019). 
 
This shift towards non-surgical options has resulted in a significant increase in 
the number of PCIs in recent years, with 97,376 procedures conducted in 2015 
in comparison to only 9,933 in 1991(BHF, 2018).  Although the prevalence of 
the broader group of CVDs has reduced since the 1960s (BHF, 2018) 
prescribed medications for its prevention and treatment are on the rise.  In 
2016, 319,734 prescriptions for the prevention and treatment of CVD were 
dispensed in England alone.  This is seven times higher than the number 
dispensed in 1981 (BHF, 2018), and this figure is projected to continue to rise 
(Bhatnagar et al, 2015).   
 
1.2.2 Cardiac rehabilitation 
 
Cardiac rehabilitation programmes have developed across time from short 
bedside consultations to comprehensive programmes that incorporate exercise, 
education, and reducing risk factors (Al Quait and Doherty, 2018).  The aim of 
cardiac rehabilitation is to limit the psychological and physical impact of CHD, 
reduce the risk of a secondary event, reduce atherosclerosis, control symptoms, 
and enhance psychological status (BACPR, 2017, Dalal and Doherty, 2015).  
The importance of attending a comprehensive CR programme for the 
secondary prevention of CHD has been recognised by a number of national and 
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international organisations, including the European Association for 
Cardiovascular Prevention and Rehabilitation (EACPR, Bjarnason-Wehrens et 
al. 2010), the National Institute of Health and Care Excellence (NICE CG172, 
2007, 2013), and the Scottish Intercollegiate Guidelines Network (SIGN 149, 
2017; SIGN 150, 2017), in their guidance.   
 
In 2017 the BHF reported that there were 303 cardiac rehabilitation (CR) 
programmes available across England, Wales, and Northern Ireland.  CR has 
been defined as a “…comprehensive long-term programme(s) involving medical 
evaluation, prescribed exercise, cardiac risk factor moderation, education, and 
counselling” (Dalal and Doherty, 2015 page 1.) or, more recently,  “The 
coordinated sum of activities required to influence favourably the underlying 
cause of cardiovascular disease, as well as to provide the best physical, mental 
and social conditions, so that the patients may, by their own efforts, preserve or 
resume optimal functioning in their community and through improved health 
behaviour, slow or reverse the progression of disease” (BACPR, 2017 page 1). 
 
The BHF (2017) recommends that CR programmes run over a minimum eight-
weeks and offer a mixture of physical activity (tailored to individual capability) 
and education sessions (covering a variety of topics related to heart health 
including understanding CHD, recovery from medical intervention and lifestyle 
changes).  Despite these recommendations, attendance at cardiac rehabilitation 
programmes across the UK is relatively low at 50% but with significant variation 
between regions (BHF, 2018).  The NICE guidance (CG172, 2007, 2013) 
recommends that, to encourage attendance, programmes should be flexible 
allowing patients to attend only the sessions that are clinically relevant to them 
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and acknowledges the importance of delivering this service in a respectful and 
non-judgemental way.  Programmes should also ensure that psychological 
factors such as health beliefs and illness perceptions are explored before 
offering advice on lifestyle changes.  Although there is clear guidance, in reality, 
content and delivery of CR programmes vary across the UK and are often 
dictated by level of local support, available funding and resources (Dalal and 
Doherty, 2015).  This means in some areas the guidance is not followed fully 
leading to significant variability in implementation. 
 
There is a large body of evidence demonstrating the benefits of CR in the 
secondary prevention of CHD (Anderson et al., 2016, Dalal and Doherty, 2015, 
Hammill et.al. 2010, Marzolini et al., 2016; Michie et al., 2005, Sumner et al., 
2017).   A number of reviews have been conducted on the effectiveness of CR, 
including Dalal and Doherty (2015), who, in a review of the literature, reported 
that CR reduced morbidity and mortality rates as well as unplanned hospital 
admissions while increasing quality of life and psychological wellbeing.  More 
recently, Sumner et al. (2017) reported the findings of their systematic review of 
eight non-randomised observational studies including almost 10,000 CR 
attenders and non-attenders.  They reported that CR reduces mortality (all 
cause and cardiac related) and improves health related quality of life.  The 
authors recognised that the findings of this systematic review should be 
interpreted with caution, largely due to the small sample size, and evidence of 
bias in some of the included studies.  Additionally, the participants were 
predominantly male therefore limiting the generalisability of the findings.  Also, 
the review focused on CR attenders and non-attenders, providing no evidence 
on the health outcomes for patients who decline CR.   
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Reviews have also been conducted in specific populations.  For example, 
Pasquali et al. (2001) reviewed 18 studies on the effectiveness of CR for older 
adults.  The findings of their review indicated that CR programmes generally 
showed consistent improvements in cardiac risk factors for older patients, 
although the results should be interpreted with some caution due to a number of 
methodological issues (including the mixture of research designs 
(observational, randomised and non-randomised) and variable definition of 
older adults and outcome measures).  While CR is generally reported to have a 
positive impact on patient outcomes (Dalal and Doherty, 2015; Hammill.et.al. 
2010; Marzolini et al., 2016; Michie at al., 2005, Sumner et al., 2017) the 
findings of one study suggest that the length of the intervention is important.  In 
a study of an extended CR programme involving over 1300 elderly participants 
in the USA, Hammill et al. (2010) found that patients who attended all thirty-six 
sessions had a lower risk of death or MI at 4 year follow up compared with 
participants who attended fewer sessions.  This suggested a strong dose 
relationship between health outcomes and the number of sessions attended. 
 
Despite international recommendations (NICE QS99, NICE CG 172, BACPR 
2017, SIGN 150) and the documented benefits of CR, a significant number of 
eligible patients across the UK (reportedly 48%) do not attend a single session 
with some regions reaching 59% non-attendance rates (BHF, 2017).  
Researchers have proposed a number of reasons to explain non-attendance, 
including patients not being referred by clinicians, a lack of understanding of the 
severity of the condition, and erroneous beliefs regarding the benefits of CR 
(Dalal and Doherty, 2015, Neubeck et al. 2012, Herber et al. 2017). 
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Research has mainly focused on the perceptions and attitudes of attenders or 
non-attenders of CR prior to and/or post intervention (Baigi et al. 2009). For 
example, Petrie and Weinman (1996) conducted a study to identify the 
predictors of attendance at CR.  The Illness Perception Questionnaire 
(Weinman et al.,1996) was used to measure the illness perceptions of 143 
inpatients.  Participants were all less than 65 years old (mean age 52.3) and 
admitted into hospital with their first MI. The majority of participants were male 
(n=127), White, and of European ethnic origin.  The authors found that 
attenders had significantly stronger beliefs that their heart condition could be 
controlled or cured than non-attenders and that there were no differences 
between the two groups in the consequence, timeline or identity subscales.  
Participants who had immediately declined CR were not identified within this 
study and therefore any differences between CR decliners and non-attenders 
are unclear.  However, this study demonstrated that patient perceptions can be 
important determinants of recovery following MI, and early identification (e.g. 
while inpatients) may improve outcomes and attendance at CR.   
 
Similar findings were reported in a systematic review and meta-synthesis of 34 
qualitative studies conducted by Neubeck et al. (2012). The authors found that 
there were a number of reasons why people did not attend CR including: 
system barriers (e.g. recommendations by physicians, interactions with health 
professionals, and erroneous beliefs of CR), practical barriers (e.g. transport 
and car parking fees), and personal barriers (perceptions of condition and 
beliefs relating to personal control of the condition).  The authors suggest that 
researchers should focus on developing strategies to overcome these issues as 
many of these barriers are modifiable.  However, the authors note that the 
findings should be interpreted with some caution due to the variability in the 
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quality of the included studies, the different methods of analysis and the 
variable length of time since diagnosis.  
 
Patient knowledge and beliefs of risk factors have also been reported to impact 
on the decision to attend CR (Wyer et al., 2001).  One quantitative study, 
conducted in Sweden by Almerud-Osterberg et al. (2011), explored risk factor 
knowledge and beliefs of 106 non-attendees of CR programmes, focusing on 
sex, and educational differences.  One hundred and six participants were 
recruited to the study in 2005.  The results showed that knowledge of CHD risk 
factors was generally low, particularly in relation to depression, diabetes and 
loneliness, with no significant difference found between men and women.  
However, non-attenders with higher education levels perceived that they had 
obtained more risk factor information than those with less education.  The 
authors suggest that as knowledge was generally low, health professionals 
should focus on interventions to increase patients’ knowledge of risk factors, 
taking a more individualised and personal approach to interventions.  The 
authors acknowledged that as the questionnaire used in this study was newly 
developed further testing of this measure would be required therefore limiting 
the generalisability of the findings. 
 
The illness perceptions of patients who decline CR have received very little 
attention from researchers. However, one study, focused on the reasons for 
non-attendance or non-completion of CR programmes, reported that the illness 
perceptions of patients were an important factor in the decision to attend 
(Herber et al., 2017).  Twenty-five participants (CR attenders (n= 10), non-
attenders (n=7, those not engaging at all in the CR exercise programme), and 
non-completers (n=8, those who do not attend all sessions) were recruited 
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through a Scottish Health Trust between November 2012 and December 2013.  
Semi-structured interviews were conducted at the end of the CR programme (or 
the corresponding date for non-completers/non-attenders).   
 
The authors reported finding three themes influencing participation in CR: 
personal factors (e.g. individual perceptions), programme factors (e.g. 
information shared on the purpose of CR) and practical factors (e.g. cost of 
public transport or accessibility of the venue). The authors reported that non-
attenders/non-completers held a number of erroneous beliefs about CR and 
perceived the programme as not appropriate for them.  Participants perceptions 
broadly fell into two main groups: those who perceived themselves to be fit and 
therefore would not benefit from CR, and those with comorbidities or disabilities 
perceiving themselves to be unable to take part.  Non-attenders believed that 
they could create their own more appropriate programme of physical activity 
tailored to their needs.  Additionally, non-attenders who were active prior to their 
cardiac incident perceived that physical activity would not provide any protection 
against a secondary event.   
 
The authors noted that, as the participants in this study were predominantly 
male (18 male, 7 female), the perceptions of women in this study may not have 
been fully represented, with further research needed in this area.  Although 
illness perceptions are reported in this study no theoretical model was used as 
a framework, e.g. Leventhal et al.’s Common Sense Model of Self-regulation 
(1984).  Therefore, further exploration is required to gain a fuller understanding 
of illness perceptions in this area.  Additionally, the definition of non-attenders in 
this study does not identify at what time point participants declined the invitation 
to attend CR.  It does not differentiate between decliners (patients who never 
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accept the invitation to attend CR) and non-attenders (patients who accept the 
invitation but subsequently do not attend). This leaves a question over the 
illness perceptions of decliners that requires further exploration. 
 
The point in time when patients decline CR is perceived as important by cardiac 
professionals, as decliners are considered to be qualitatively different to non-
accepters and those who drop out of CR programmes.  Decliners are 
considered to be a harder to reach group, who do not engage with services or 
ongoing support for the secondary prevention of CHD.  There is very limited 
research in this area with very few studies considering those who decline the 
offer of CR. Much of the knowledge of this patient group is arguably inferred 
from research on non-attenders (e.g. McCorry et al., 2009) from studies 
including small subgroups of decliners (Wyer et al. 2001, Pullen et al. 2009, 
Herber et al., 2017) or from specific diagnoses e.g. MI (Wyer et al. 2001).  
Therefore, differences and similarities between decliners and other groups of 
CHD patients (e.g. non-attenders or non-completers) warrants further 
investigation.  If CR, which is the current standard care following an MI, is not 
felt to be relevant by this group of patients it is important that other 
interventions, based on their needs, are developed to support the secondary 
prevention of CHD. Therefore, in order to ensure that evidence based 
interventions are developed, researchers must explore the psychological 
factors, including illness perceptions and coping strategies, of this patient group. 
 
1.3 Coping  
 
1.3.1 Transactional model of stress and coping 
 
The theoretical background of coping has its roots in stress research.  Early 
research in this field established that prolonged exposure to chronic stress is 
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deleterious to health (Kiecolt-Glaser et al.,1995) linking it to physiological 
outcomes such as slow wound healing in carers (Kiecolt-Glaser et al., 1995) 
and more recently long-term conditions such CHD, Type II Diabetes (Black, 
2003), and depression (Dantzer et al., 2008, Hammen, 2005). The focus of 
contemporary coping research has shifted from acute stressors, i.e. specific 
traumatic or life-threatening events, to coping with chronic illness as part 
realisation that biomedical factors do not account for the variability in individual 
responses to LTCs (Parker and Endler, 1996).   
 
There is a growing body of evidence to suggest that coping is a mediating factor 
in health outcomes (de Ridder and Schruers 2001, Hale et al. 2007, Shen et al. 
2004, Wyer and Earll, 2001).  This has stimulated much interest from 
researchers who have identified coping as a promising framework for 
developing interventions for people with chronic illnesses (de Ridder and 
Schruers, 2001, Turk et al, 1979, van Elderen, 1999).  One model that has been 
used widely to explore coping strategies across a range of health conditions is 
Lazarus and Folkman’s Transactional Model of Stress and Coping (TMSC; 
1984).  In this cognitive-phenomenological approach, coping is defined as the 
“ongoing cognitive and behavioural efforts to manage specific internal and/or 
external demands that are appraised as taxing or exceeding the resources of 
the person” (Lazarus and Folkman, 1984, p141.). This definition has been 
widely accepted by researchers in this field (Parker and Endler, 1996).   
 
Lazarus and Folkman’s TMSC proposes three key processes as part of this 
dynamic model: primary appraisal, secondary appraisal and coping efforts.  
Coping is viewed as contextual with coping responses being triggered by a 
primary appraisal of the situation or health threat.  During the secondary 
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appraisal, an evaluation of the threat is made in relation to the available 
resources (internal or external).  This takes place before a coping response, 
either cognitive or behavioural, is selected. These are referred to as coping 
efforts.  
Figure 1: Transactional Model of Stress & Coping based on Lazarus & Folkman (1984) 
 
 
 
The theory posits two overarching functions of coping: problem focused coping 
and emotion focused coping.  Problem focused coping refers to efforts (either 
cognitive or behavioural) that aim to change or manage the situation that is 
causing distress.  For instance, following the diagnosis of an LTC a patient may 
not know how to effectively manage their medication or make the recommended 
lifestyle changes.  Attending a self-management programme, such as cardiac 
rehabilitation, to develop new skills to manage the condition would be classified 
as problem focused coping.  Emotion focused coping refers to strategies 
employed to modify the emotions caused by the stressful event.  For example, 
venting of emotions, avoidance or denial are primarily considered emotion 
focused coping strategies (de Ridder and Schruers, 2001; Folkman and 
Moskowitz, 2004; Lazarus and Folkman, 1984).  A coping strategy may be 
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selected from a repertoire of options available to the individual dependent on its 
perceived effectiveness.  
 
Most situations require a mixture of both problem and emotion focused coping 
efforts to successfully manage a stressor.  Often one of the first coping tasks is 
to manage the emotional response to the threat before other coping efforts can 
be employed, for example, a patient may need to process the shock of being 
diagnosed with an MI before they can take on board information on how to 
effectively self-manage the condition.  In this way problem focused and emotion 
focused coping efforts can facilitate or hamper a successful resolution (Folkman 
and Moskowitz, 2004; Lazarus and Folkman 1984).  The process of appraisal 
and reappraisal of coping strategies is ongoing while the perceived threat 
remains which allows coping efforts to be evaluated and adapted based on their 
perceived success.  Although both problem and emotion focused coping 
strategies may be needed research indicates that the health outcome is 
influenced by the primary coping strategy used.  Overall, problem focused 
coping has been linked to better long-term outcomes than emotion focused 
coping for patients with LTCs (Bafghi et al, 2018, Farnia et al., 2016, Panthee et 
al., 2011).  For example, patients with CHD who primarily use emotion focused 
coping strategies (such as avoidance, denial and minimisation) have been 
found to have increased levels of stress, anxiety and depression than patients 
primarily employing problem focused coping strategies (Farnia et al., 2016).  
This demonstrates the importance of health professionals understanding the 
coping strategies employed by CHD patients, so they can support them to self-
manage their condition effectively.  In the case of CR decliners very little is 
known about how they are approaching their recovery or the coping strategies 
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that they are using, thus making it difficult to review the appropriateness of CR 
for this group. 
 
1.3.2 Measurement of coping 
 
The broad interest in coping as a mediating factor in health outcomes led to the 
development of several coping checklists and questionnaires including the 
COPE inventory (Carver et al. 1989), Coping Strategy Indicator 
(Amirkhan,1990), Coping Response Inventory (Moos, 1993) and Folkman and 
Lazarus’ Ways of Coping Questionnaire (1988).  While these measures helped 
to provide complex multidimensional pictures of situational coping strategies 
they have a number of limitations.  Coping checklists are often extensive and do 
not take into account issues such as accuracy of recall (Stone and Neal, 1984, 
Porter and Stone, 1996) leading researchers to advocate for the use of 
interindividual designs to understand the impact of coping on both physical and 
emotional wellbeing (Lazarus, 2000).  
 
Qualitative methods have also been used to research coping particularly in 
areas where there is little or no understanding.  One example of the application 
of qualitative methods in patients with CHD is Wyer, Joseph and Earll’s 2001 
interpretive phenomenological analysis study of patients following an MI.  The 
study explored the recovery beliefs of 21 patients three months post MI. Using 
Leventhal et al.’s (1984) common sense model and the theory of planned 
behaviour (Ajzen, 1985) as the theoretical basis, the authors found that people 
who attended cardiac rehabilitation felt more in control of their condition and 
used information seeking as a coping strategy.  Non-attenders were found to 
use more avoidance coping strategies and reported feeling that cardiac 
rehabilitation was not relevant to them.  Although it should be noted that this 
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study only focused on patients with a diagnosis of an MI leaving questions as to 
the illness perceptions and coping strategies of the broader group of CHD 
patients which will form part of the present study. 
 
There is a lack of rigour and consistency in the application of theory to coping 
research.  Although coping is frequently mentioned in various forms it is often 
implicit within interventions or wider measures with little or no mention of any 
theoretical basis (de Ridder and Schruers, 2001, Appendix A).  This non-
uniform approach to coping research has led to variability in how coping is 
explored, applied to interventions and interpreted by researchers, leading to the 
question of whether coping is being researched or measured effectively.  
Whether using qualitative or quantitative methods, theoretical frameworks offer 
researchers a common language for exploring coping, the most broadly used 
and widely accepted of which is the transactional model of stress and coping 
proposed by Lazarus and Folkman (1984). 
 
1.3.3 Coping and adjustment to living with CHD 
 
Adjusting to the diagnosis of an LTC is a complex process often requiring 
patients to make significant lifestyle changes and adhere to new medication 
regimes while monitoring and managing their symptoms (The Health 
Foundation, 2011).  How individual patients adapt to a diagnosis or the 
progression of an existing condition is dependent on a range of factors including 
personal and environmental circumstances, the stage of the condition and the 
long-term prognosis (Eaton et al. 2015). Adjustment involves both the practical 
aspects of living with an LTC as well as a psychological adjustment.  Low self-
esteem, anxiety and depression are common in patients with LTCs (de Ridder 
et al, 2008, Dickens et al. 2008, Goldston et al. 2008, Hammen, 2005, Greco et 
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al., 2015, Thombs et al., 2006, Roest et al. 2010).  Following an MI patients can 
be left feeling traumatised due to the unexpected nature of a cardiac event 
which can leave them feeling uncertain about the management of their condition 
(Cooper 2005, Dullaghan 2013), the possibility of having a secondary event and 
with a fear of dying (Whitehead et al. 2005).  This uncertainty can leave patients 
with increased levels of stress, distress (Webster and Christman 1988, 
Whitehead et al. 2005) and vulnerability both during hospitalisation and 
following discharge (Charizopoulou et al. 2015, Ginzberg et al. 2002, Neumann 
1991, Salminen-Toumaala et al. 2012), Christman et al. 1988).  
 
As coping has been viewed as a mediating factor in health outcomes it has 
been the focus of a significant corpus of research in LTCs offering the promise 
of better support, adaptation and outcomes for patients (de Ridder and 
Schruers 2001, Hale et al. 2007, Shen et al. 2004, Wyer, Joseph and Earll, 
2001, Wyer, Earll, Joseph and Harrison, 2001). Efforts (cognitive or 
behavioural) to manage a stressor (internal or external) that is appraised as 
significantly impacting or exceeding available resources can make effective 
adaptation difficult to achieve.  
 
Within the TMSC Lazarus and Folkman (1984) propose that effective coping 
consists of the use of both problem focused and emotion focused coping 
strategies working together and not impeding each other in the management of 
a stressor.  However, it has broadly been reported that problem focused coping 
strategies are more adaptive, resulting in improved outcomes and quality of life 
for patients.  This has been found in a range of health conditions including 
spinal cord injury (Bonanno et al., 2012), neuroepilepsy (Kemp et al., 1999) and 
MI (Bafghi et al., 2018; Kristofferzon et al. 2005; Miličić et al. 2016; Panthee et 
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al., 2011).  Emotion focused coping strategies are generally viewed as impeding 
adaptation as they focus on managing the emotional response rather than 
managing the health threat itself (Webster and Christman,1988; Christman et 
al.,1988).   
 
Research has supported the link between perceived stress and the type of 
coping strategy used by MI patients supporting Lazarus and Folkman’s model 
(1984).  For example, Bafghi et al. (2018) conducted a study that compared the 
perceived level of stress and coping strategies of 220 MI patients with 220 
patients with no history of heart problems.  The results showed that following an 
MI, patients reported very high levels of stress and used more emotion focused 
coping strategies when compared to controls.  Conversely the control group 
were found to have lower levels of stress and use more problem focused coping 
strategies such as problem solving and information seeking.  Similar findings 
have been reported in other studies (Bhagyalakshmi et al., 2012).  These 
findings have led researchers to make recommendations for clinicians to assess 
stress levels and coping strategies following an MI in order to support adaptive 
coping strategies and reduce the likelihood of a secondary event. 
 
Although emotion focused coping is generally considered to be maladaptive it 
has also been found to be effective in reducing initial stress responses to a 
health threat (Fang et al., 2016, Ginzburg, 2002, Suls and Fletcher, 1985).  For 
example, repressive coping and denial, which can be classified as forms of 
emotion focused coping, have been argued to be adaptive in some cases (Fang 
et al. 2016, Ginzburg, 2002, Suls and Fletcher, 1985).  Lazarus and Folkman 
(1984) suggest that emotion focused coping strategies are sometimes used as 
part of the primary and secondary appraisal process to reduce the threat if it 
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exceeds the available resources and that this can be viewed as a protective 
response for the individual.  
 
Further, emotion focused coping strategies such as denial have been linked to 
positive outcomes for MI patients who report less symptom severity, and lower 
levels of depression and anxiety (Fang et al. 2016).  While emotion focused 
strategies may be protective in the short-term and problem focused are 
considered more adaptive in the long term (Suls and Fletcher, 1985), both have 
a role to play in responding to a health threat over time.   
 
Psychological wellbeing and specifically negative affect have also been shown 
to be important factors in adapting to living with an LTC.   Salminen-Tuomaala 
et al. (2012) interviewed 28 participants at four, and twelve, months post MI to 
identify their coping experiences as part of a grounded theory study.  The 
findings showed that patients who reported feelings of anxiety and depression, 
and closely monitored their symptoms at four months, were still experiencing 
similar negative affect at 12 months.  Participants who had accepted what had 
happened to them and addressed their emotional responses reported feeling 
emotionally balanced at 12 months.  Further, research has shown that 
depression is a prognostic variable and that patients with depression use fewer 
coping strategies overall (Charizopoulou et al., 2015).  Participants were found 
to retain depressive symptoms when followed up at six months (di Benedetto et 
al. 2007) and six years (Kroemeke, 2016).  These findings demonstrate the 
importance of health professionals identifying patients with negative affect as 
they are more likely to use maladaptive coping strategies and have poorer 
outcomes.   
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One factor that has been linked to improved outcomes is perceived social 
support.  Cardiac patients with good levels of perceived social support have 
been found to use less maladaptive coping strategies and report lower levels of 
depression (Shen et al.  2004).  Social support can take different forms in order 
to meet a range of patient needs.  For example, seeking advice from a health 
professional on symptoms or medication could be considered information 
seeking (problem solving) while talking to a social network about a health issue 
could facilitate emotion focused coping.  This area has been investigated by 
researchers and a study conducted by Kähkönen et al. (2016) investigated 
perceived social support of patients following a PCI.  The authors used the 
three categories of social support proposed by Cohen and Wills (1985) as the 
basis of their study: informational, emotional and functional.  While informational 
support was perceived to be high, there was a deficit in relation to physical 
activity, rehabilitation and ongoing care.  Levels of functional support were 
perceived as low, particularly in relation to the amount of time available with 
health care professionals to discuss concerns, and a perceived lack of 
understanding of their wider environment (e.g. living alone).  The majority of 
emotional support was gained from family however a lack of peer support was 
reported by participants.  The study suggested that shortcomings in functional 
and emotional support were exacerbated by the brief hospitalisation period.  
Similar findings have been reported in other studies, for example, Salminen-
Tuomaala et al. (2012) who found that participants reported not having enough 
time as inpatients to really appreciate their new circumstances and found that 
they needed additional support from health professionals with coping strategies 
two to four months post hospital discharge.  
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It is clear that coping has inspired much interest from researchers, both in 
understanding how coping strategies mediate health related outcomes, and in 
the development of interventions.  The systematic review and meta-analysis of 
psychosocial interventions to increase coping and resilience in long-term 
conditions conducted by the author (Appendix A) found that coping as a focus 
for interventions warrants further investigation.  Similarly, other researchers 
have made recommendations for the use of coping as the basis for intervention 
development (de Ridder et al, 2008, van Elderen, 1999).  In a review of the 
coping literature, de Ridder et al. (2001) reported that although coping 
interventions were limited to one or two strategies, overall the outcomes were 
encouraging, and further consideration should be given to the potential of 
coping interventions with the chronically ill.   
 
In the case of CR decliners there is very little understanding of how patients are 
managing their health or what coping strategies they are using.  Coping 
however is only part of the picture, and the TMSC (Lazarus and Folkman, 1984) 
has been criticised for neglecting the wider context in which coping exists and 
only addressing features specific to the health condition (Maes, Leventhal and 
de Ridder, 1996).  Adaptation to living with a health condition does not exist 
within a vacuum but within a patient’s social environment and networks.  It is 
important, therefore, to understand patients’ wider context, how they perceive 
their condition, and their recovery (i.e. illness representations) in order to 
develop effective interventions to support this group. 
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1.4 The Common-Sense Model of Self-Regulation 
 
Coping in relation to health conditions is thought to be influenced by illness 
perceptions (Leventhal, Nerez and Steele, 1984).  The Common-Sense Model 
of Self-Regulation (CSM) developed by Leventhal, Nerez and Steele (1984) has 
been widely used to investigate illness perceptions (Figure 2).  This social 
cognitive model, which is also referred to as the Illness Perception Model, 
Illness Representation Model, Self-Regulation Model, Leventhal’s Model and 
the Parallel Process Model in the literature, offers a framework to explore 
individual cognitions and explicitly links them to coping strategies and health 
outcomes.  This model has been widely used by researchers to explore illness 
representations across a range of health conditions including 
hypercholesterolemia (Claassen et al. 2010), chronic fatigue syndrome (Moss-
Morris, Petrie and Weinman, 1996, Deary, 2008), hypertension (Meyer, 
Leventhal and Gutmann, 1985), diabetes and asthma (McAndrew et al., 2008), 
multiple sclerosis (Vaughan, Morrison and Miller 2003), rheumatoid arthritis 
(Treharne et al. 2005), Addison’s disease (Heijmans, 1999) psoriasis (Fortune 
et al., 2000), and extensively in the field of CHD (Petrie and Weinman, 2012, 
Alsén et al., 2010, Coventry et al., 2016).   
 
The CSM assumes that people are active problem solvers and that when a 
health threat is encountered, pre-stored cognitions or illness representations 
specific to the health condition or symptoms being experienced, are activated 
(Leventhal, Nerez and Steele, 1984).  Illness representations are ‘lay’ views 
developed over time through exposure to a range of cultural and social sources.  
These pieces of information are used to build a cognitive representation of the 
illness that is cumulative with new information being incorporated and irrelevant 
information discarded (Hagger and Orbell, 2003).  Once activated, the illness 
 37 
 
representation is interpreted.  This interpretation guides the choice of coping 
behaviours that are appraised in terms of their success at eliminating or 
controlling the illness and the corresponding emotional response (Leventhal, 
Nerez and Steele,1984).  The type of coping strategy selected will direct the 
next steps, for example, whether the person chooses to take preventative 
measures such as seeking support for their condition by seeing their GP, or 
undertakes a self-management approach, or alternatively ignores the health 
threat (Leventhal, Nerez and Steele,1984).   
 
The CSM is a dynamic model that involves a processing system with two 
parallel pathways, one a cognitive representation of the illness and its coping 
response, the other an emotional illness representation and coping strategies to 
manage the emotional reaction (Figure 2).  The model is characterised by five 
separate but interrelated attributes (Leventhal et al., 1984; Meyer et al., 1985):  
1) disease identity (labels used to describe the illness and symptoms) 
2) timeline (course of the illness e.g. acute or chronic) 
3) cause (illness risk factors including environmental (Heijmans,1998, 
Heijmans and De Ridder, 1998), biological (Heijmanns, 1998) and 
psychological (Moss-Morris et al 2002) thought to have caused the 
disease) 
4) cure/control (how controllable/curable the illness is using medication, 
medical intervention, self-management etc.)  
5) consequence (patient belief on the outcomes of the illness e.g. effects 
both socially and physically).  
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Figure 2: Leventhal, Nerez and Steele’s (1984) Common-Sense Model of Self-
Regulation 
 
 
Developing an understanding of illness perceptions in relation to specific health 
conditions is an important area of research with untapped potential to improve 
health outcomes for patients diagnosed with long term conditions (Weinman 
and Petrie, 1997).  Much research in this field has focused on exploring illness 
perceptions around the time the health threat occurred.  However, while this is a 
valid area of investigation, research in this field has revealed that illness 
representations are not stable and change over time (Petrie and Weinman, 
2012, Meyer,1985).  This was demonstrated in a study conducted by Alsén et 
al. (2010) who used the Revised Illness Perception Questionnaire (IPQ-R, 
Moss-Morris et al., 2002) to measure the illness perceptions of 145 men and 59 
women (n= 204) MI patients one-week post MI and again at four months.  They 
found that patients’ perceptions changed over this time and that the perception 
of the timeline of the condition moved from acute to chronic.  Additionally, both 
personal and treatment control were reduced over time.  Overall, these findings 
were related to poorer outcomes including decreased physical and mental 
health related quality of life, and increased fatigue for this patient group.  While 
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this study measured the illness perceptions of patients following an MI it should 
be noted that the scale used was generic rather than condition specific, 
arguably limiting the depth of understanding of illness perceptions for this group.  
This, along with the large number of male participants limited the generalisation 
of the findings for patients with MI.    
 
Research has linked illness representations to a range of health outcomes 
including medication and treatment adherence, mortality, level of functioning, 
and health care utilisation (Petrie and Weinman, 2012).  Although the five 
attributes of the CSM have been validated across several health conditions, 
illness representations have been found to vary significantly between conditions 
as well as within cohorts of patients with the same condition (Petrie and 
Weinman, 2012).  Patient beliefs have also been found to differ significantly 
from their clinical diagnosis (Petrie and Weinman, 2012).  This has led 
researchers to recommend that health professionals explore patients’ illness 
perceptions during routine consultations (Leventhal, Phillips and Burns, 2016, 
Weinman and Petrie, 1997).   
 
In practice illness perceptions can be difficult for health professionals to identify 
without direct intervention, particularly as patients often do not offer to share 
deep held beliefs fearing that they will be judged as misinformed by health 
professionals (Weinman and Petrie, 1997).  However, this is an important area 
for investigation as negative illness perceptions in cardiac patients have been 
linked to a number of poor health related outcomes including disturbed sleep, 
anxiety, depression, and angina at six months post MI.  These perceptions have 
been argued to be a better predictor of health outcomes then some biological 
measures e.g. troponin-T (Broadbent et al., 2004), and if they are left 
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unexplored, patient beliefs may only become apparent through individual 
responses and poor treatment outcomes at a later point in time (Petrie and 
Weinman, 1997, 2012).   
 
One of the challenges with illness representations is that patients’ personal 
experiences often do not match their illness representation of an MI.  Research 
has shown that patients often do not recognise the symptoms they are 
experiencing as cardiac related, leading them to seek advice from lay people, 
such as friends, family or colleagues before contacting health professionals 
(Coventry et al., 2016).  This lack of recognition can result a delay in seeking 
medical advice and treatments such as reperfusion, which have been shown to 
reduce mortality and are most effective when delivered as close to the onset of 
symptoms as possible (Gersh et al., 2005).  Delays in the amount of time taken 
to receive treatment can put patients at increased risk and have been linked to 
increase mortality and morbidity in MI patients (Rathore et al. 2009, Terkelsenet 
al. 2010) 
 
The disparity between illness representations and diagnosis may also lead 
patients to believe that the MI is a discrete event and therefore not see the need 
to make lifestyle changes (Cooper et al., 2005, Petrie and Weinman, 1996, 
2012, Dullaghan, 2013).  A study by Dullaghan et al. (2013) demonstrated that 
the urgency of medical intervention was found to be a key factor in the 
development of illness representations following and MI.  Dullaghan et al. 
(2013) found that patients who had a NSTEMI underestimated the severity of 
their condition and were uncertain of the diagnosis in relation to the symptoms 
experienced.  This view has been supported by other research which has 
shown that patient perceptions of severity do not relate to any objective 
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measures (Broadbent et al. 2004, Alonzo and Reynolds, 1998).  The findings of 
these research studies illustrate why illness perceptions are of interest to 
researchers as, if it is possible to identify patients who are not coping or 
adapting well to a condition, there is a real opportunity to modify patient beliefs 
at an early stage and improve long term health outcomes.   
 
1.4.1 Methods for investigating illness perceptions 
 
Illness perceptions have been explored through a variety of methods with 
researchers using both qualitative (Wyer et al., 2001, Cooper et al., 2005, 
MacInnes, 2006) and quantitative approaches (Alsén et al., 2010, Keib et al., 
2010, Kemp et al,1999, Meyer et al 1985) based on Leventhal et al.’s CSM.  
Early research on illness perceptions focused on semi-structured interviews as 
a way of understanding and beliefs about specific health conditions (Cooper et 
al., 2005, Meyer et al., 1985) but later research has looked to develop reliable 
quantitative measures of illness perceptions.  The original measure of illness 
perceptions, the Illness Perception Questionnaire (IPQ), was developed by 
Weinman et al. in 1996 and was devised as a self-report measure based the 
attributes of the CSM. The IPQ was later extended to become the Revised IPQ 
(IPQ-R) including new elements including emotional response and illness 
coherence as well as dividing the timeline component in to acute-chronic 
subscale (Moss-Morris et al. 2002).  Much of the research in illness perceptions 
has used these measures and while they offered a step forward as scalable 
approaches for measuring illness perceptions there were some limitations in 
applying them in practice.  The questionnaires were extensive (for example the 
IPQ-R consisted of over 80 items) making the measure difficult to operationalise 
in clinical settings.  As a result, the Brief IPQ (Broadbent et al. 2006) was 
developed to provide a faster assessment process.  The new measure 
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consisted of nine items and could more easily be used by health professionals 
to identify individual illness perceptions in applied settings.  The Brief IPQ has 
been widely used and validated in a broad range of health conditions including 
renal disease, asthma and diabetes (Broadbent et al., 2006).  However, in 
areas where there is little understanding or evidence, qualitative measures may 
be more appropriate for a more in-depth understanding of the issues pertinent 
to the health condition as in the case of this study.   
 
1.4.2 The relationship between illness representations, coping and outcomes 
 
There is a body of literature that has operationalised the CSM to investigate 
illness representations, coping strategies and their impact on health outcomes.  
The CSM makes clear and explicit links to coping behaviours with illness 
representations acting as a schema to filter and interpret information and guide 
the selection of coping strategies.  Research in this field has demonstrated that 
there are significant links between constructs of the CSM and coping 
behaviours (Kemp et al. 1999, Moss-Morris et al.,1996, Wyer, Joseph and Earll, 
2001, Wyer, Earll, Joseph and Harrison, 2001).  For example, in a study of 94 
neuroepilepsy patients, Kemp et al. (1999) found that perceived control and 
problem focused coping were significantly and positively associated.  Further, 
strong illness identity (measured by number of symptoms reported) was 
associated with emotion focused coping strategies including wishful thinking 
and avoidance.  These results support the findings of other studies where 
illness identity is reported to be an important construct within the CSM 
accounting for the most variance in health outcomes (Scharloo et al., 1998, 
Kemp et al., 1999, Moss Morris et al., 1996).   
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The link between illness representations, coping and health outcomes has also 
been evidenced by a systematic review and meta-analysis conducted by 
Hagger and Orbell (2003) who investigated the relationship between illness 
representations and coping across studies.  Forty-five studies were reviewed on 
a wide range of health conditions which included, but were not exclusive to, 
diabetes, atrial fibrillation, chronic fatigue syndrome, hypertension and MI.  The 
authors found that across studies there was consistent reporting of negative 
associations between cure/control, consequences, timeline and identity 
dimensions of the CSM.  Patients who perceived their condition as less 
controllable, chronic, and experienced a higher number of symptoms (i.e. held a 
stronger illness identity) used increased emotion focused coping strategies such 
as avoidance/denial and emotional expression.  These findings led the authors 
to conclude that patients who perceive their health condition to be controllable 
are more likely to use problem focused coping strategies and have increased 
psychological wellbeing, vitality and social functioning.  Those who feel their 
condition is less controllable reported a higher number of symptoms (identity) 
and were more likely to use emotion focused coping strategies which could be 
argued to be maladaptive.   
 
Although there is evidence linking illness perceptions to coping strategies the 
relationship between these two concepts is not clear.  A systematic review that 
focused on the emotional wellbeing outcomes of anxiety, depression and quality 
of life found that coping variables were generally better predictors of emotional 
distress outcomes then illness representations (Dempster et al., 2015).  This is 
of particular interest, as in the CSM, illness perceptions are seen to be the 
major predictor of outcomes with coping mediating the relationship.  
Additionally, the authors found that evidence for the mediating role of coping 
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was inconsistent where it was examined, which may be due to the different 
measures used and varied operationalisation of the CSM.  
 
While the mechanism of action between these two factors may require further 
investigation, it is clear that both illness representation and coping are important 
in the adaptation to living with an LTC.  It is therefore important to continue to 
investigate these areas using both qualitative and quantitative methods in order 
to develop the evidence base and enable the development of effective 
interventions.   
 
1.4.3 Illness perceptions and secondary prevention 
 
The secondary prevention of CHD is a key focus of health services, 
commissioners and policy makers with the self-management of long-term 
conditions becoming increasingly important at a time of increased costs and 
stretched resources (NHS Long Term Plan, 2019, WHO, 2002, WHO, 2003).  
The secondary prevention of CHD through evidence-based methods such as 
cardiac rehabilitation programmes and supporting people to self-manage their 
health condition have been key areas of investigation (NHS Long Term Plan, 
2019, The Health Foundation, 2011, Piepoli et al., 2015).  As part of this 
approach the illness representations of patients with CHD have been 
investigated by researchers using both quantitative (Meyer et al 1985, Keib 
2010,) and qualitative methods (Pullen et al., 2009, Wyer et al., 2001, Wyer, 
Earll, Joseph and Harrison 2001, Cooper et al., 2005, MacInnes, 2006, 
Dullaghan et al., 2013) with some success.  The focus of much of this research 
has been to increase uptake of cardiac rehabilitation programmes and to 
identify factors that predict attendance.   
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Significant differences have been identified in the illness representations of 
those who attend cardiac rehabilitation programmes and poor/non-attenders.  
Predictors of attendance have been shown to include illness identity, perceived 
cause, and perceived controllability of the condition (Pullen et al., 2009, 
Whitmarsh et al., 2003, Cooper et al. 1999, MacInnes et al. 2006, Petrie and 
Weinman et al., 1996).  One example of this is a study by Whitmarsh et al. 
(2003) who investigated the illness perceptions of 93 MI patients, (71 men, 22 
women) after hospital discharge but prior to attending a cardiac rehabilitation 
programme.  Illness perceptions were measured using the IPQ along with 
measures of anxiety and depression, and coping.  Participants who planned to 
attend cardiac rehabilitation were found to have a stronger illness identity than 
non-attenders, perceiving more symptoms and reporting more serious 
consequences as a result of their condition.  Attenders were also found to be 
less likely to attribute the cause of their CHD to contracting germs or viruses 
and consider the condition to be more controllable or curable than non-
attenders.   Additionally, the levels of distress differed between the two groups 
with attenders reporting higher levels of distress than non-attenders, leading the 
authors to suggest that increased levels of distress could be positively 
associated with attendance at cardiac-rehabilitation programmes.   
 
Perceptions of cardiac rehabilitation programmes and how they impact on 
patients’ decisions to attend have also been researched.  Most research in this 
area has focused on the perceptions of attenders or non/poor-attenders (those 
who agree to attend and then drop out).  However, the illness perceptions of 
decliners of CR have been included in a small number of studies (Wyer, Joseph 
and Earll, 2001, Wyer, Earll, Joseph and Harrison, 2001, Pullen et al., 2009).  
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One study exploring women’s illness perceptions and decisions to attend CR 
was conducted by Pullen at al. (2009).  Semi structured interviews, based on 
the CSM and Theory of Planned Behaviour (Ajzen,1985), were conducted with 
8 women, including 5 who had accepted the invitation to attend CR, and 3 who 
had declined.  The transcripts were subjected to an interpretive 
phenomenological analysis.  The authors reported differences between the two 
groups, specifically in relation to participants attitude to CR.  Accepters 
perceived themselves to have higher levels of control, and considered CR to be 
of higher value, than decliners.  Conversely, decliners held higher levels of 
independence.  Although this study yielded some interesting findings it should 
be noted that the sample of decliners in this study was very small (n=3).  
Additionally, this study explicitly focused on women and therefore the illness 
perceptions of men, especially those who decline CR, require further 
investigation.  The authors stated that interviews were conducted by a member 
of the CR team, which may have impacted on participants ability to answer 
freely.  The interviews were also held close to the time that the decision whether 
or not to attend CR was made so exploration of recovery and changes in illness 
perceptions over time require further investigation.    
 
Further, another study, using the CSM (Leventhal et al., 1984) and the Theory 
of Planned Behaviour (Ajzen,1985) as its theoretical basis, unusually also 
included a small subgroup of patients who declined cardiac rehabilitation.  This 
qualitative study, conducted by Wyer, Joseph and Earll (2001) also reported in 
a parallel paper by Wyer, Earll, Joseph and Harrison (2001), explored patient 
beliefs in relation to their recovery and perceptions of cardiac rehabilitation 
programmes three months after experiencing an MI.  Twenty-one patients were 
interviewed (nine attenders, six poor/non-attenders and six decliners) and the 
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transcriptions were subjected to an interpretative phenomenological analysis.  
The findings showed that patients who went on to attend the cardiac 
rehabilitation programme used increased approach coping strategies (e.g. 
information seeking) and perceived the programme to be beneficial.  This is in 
contrast to non-attenders who demonstrated an increased medical model and 
perceived the cardiac rehabilitation to be irrelevant to them.   
 
The group of decliners (termed non-accepters/non-attenders in the research) 
yielded some interesting insights with 50% (n=3) attributing their MI to factors 
such as physical exertion.  This impacted on their decision to attend cardiac 
rehabilitation or take a self-management approach as they considered resting or 
avoiding physical exertion more appropriate for their recovery.  One third (n=2) 
of decliners used avoidant coping strategies such as minimisation or denial and 
wished to be self-reliant rather than being dependant on health professionals 
and medical advice.  Overall this group, like the non-attenders (those who 
accepted the invitation but did not attend), did not see the relevance of the 
course to them. When considering the differences in illness representations 
between these groups it must be noted that the attenders were interviewed 
following completion of the cardiac rehabilitation course, and therefore the 
information they received will have impacted on their cardiac knowledge and 
self-management approaches as well as their illness representations, making it 
difficult to reflect on the different experiences of these groups.  Additionally, the 
focus of this study was purely on MI patients and other CHD patient groups 
(e.g. patients receiving surgical interventions such as CABG or valve 
replacements) were not included.  The present study builds on this existing 
knowledge by including all patients who have received a diagnosis of CHD 
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(excluding those diagnosed with heart failure) up to six months post cardiac 
event. 
 
Another study conducted by Cooper et al. (2005) explored perceptions of 
cardiac rehabilitation programmes with a group of 13 MI patients, post hospital 
discharge but waiting to attend the programme.  The authors found that the 
majority of patients (n=11) had significant misconceptions regarding the 
programme’s content despite having received information directly from hospital 
staff as well as receiving an invitation to attend.  Many of the erroneous beliefs 
related to the exercise aspect of the programme which was viewed as a 
potential source of embarrassment as younger or fitter people might also be 
part of the group.  The type of exercise needed for heart health was also poorly 
understood with some participants believing weight bearing exercise was 
involved rather than aerobic exercise.  Participants also lacked knowledge of 
the cause of their heart condition reporting feeling mystified as to how it had 
happened, attributing the MI to stress, exercise or activity prior to the cardiac 
event which replicated findings from prior research (Wyer, Joseph and Earll, 
2001, Wyer, Earll, Joseph and Harrison 2001, Whitmarsh et al., 2003).  These 
factors combined led participants to doubt the appropriateness of cardiac 
rehabilitation, although due to the small sample size and methods used the 
authors note that it is difficult to determine how much these illness 
representations impacted on their final decision to attend.   
 
The findings of Whitmarsh et al. (2003), Wyer Joseph and Earll (2001) and 
Wyer, Earll, Joseph and Harrison (2001) have been reflected in other research 
with non-attenders attributing their MI to factors such as stress (MacInnes, 
2006, Petrie and Weinman, 1996, Astin and Jones, 2004, Norman, 1992), age, 
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hereditary or external factors (Alper and Beckwith 1993, Marteau and Lerman, 
2001).  It is clear from this research that erroneous beliefs regarding the cause 
of CHD can have a significant impact on secondary prevention efforts to reduce 
the risk of further cardiac events.  The extent of the impact on secondary 
prevention was further demonstrated in a qualitative study conducted by 
MacInnes et al. (2006) investigating illness representations three months post 
MI.  As in the study by Wyer, Joseph and Earll (2001) participants attributed the 
cause of their MI to stress, exercise or activity prior to their cardiac event.  
These beliefs were reported to have a significant impact on motivation and 
efforts to self-manage the condition.  Patients who perceived their MI was 
caused by stress or hereditary factors made either no changes at all or very 
limited lifestyle changes believing that they could manage their condition 
through compliance to medication rather than actively changing their lifestyle.    
 
The impact of patients’ perceptions on secondary prevention is further 
supported by a thematic analysis of of the role of exercise in the recovery of CR 
non-attenders in Northern Ireland, conducted by McCorry et al. (2009). Semi-
structured interviews were conducted with 14 participants (8 male, 6 female), on 
average one-year post MI (range 7 – 22 months).  The authors found that non-
attenders had a poor understanding of the benefits of cardiovascular exercise 
and considered normal activities, such as walking, to be sufficient for their 
recovery.  Participants reported that health professionals downplayed the 
importance of CR and exercise in their recovery and therefore viewed 
medication as playing a more significant role than physical activity or attending 
CR.  Non-attenders also considered other co-morbid conditions to be more 
symptomatic, creating a hierarchy of illness, with CHD not viewed as the 
primary concern.   
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Participants without comorbid conditions reported a change in their self-identity, 
or biographical disruption (Bury, 1982), needing to get used to seeing 
themselves as ill, slower and weaker than before the cardiac event.  This was 
not reflected in non-attenders with co-morbidities who reported experiencing 
less disruption and accommodating this new diagnosis more easily. 
Recommendations for practice included health professionals exploring patients’ 
perceptions of exercise, as well as CR, and the importance of explaining the 
value health professionals put on CR and exercise as part of the recovery 
process.    
 
In this study all non-attenders were invited to be interviewed and decliners were 
not explored as a distinct group, therefore it is difficult to determine whether 
there are differences in the perceptions of these two groups.  Further, no theory 
was explicitly operationalised in this study to provide a detailed understanding 
of illness perceptions and the interviews were conducted up to 22 months post 
MI.  As illness perceptions have been shown to change over time (Petrie and 
Weinman, 2012, Meyer,1985) it is difficult to say if these findings would be 
replicated if the interviews were conducted closer to diagnosis, therefore limiting 
the generalisability of the findings.  
 
1.4.4 The CSM and intervention development 
 
 
As well as exploring illness perceptions of patients with a variety of health 
conditions the CSM has also been used as the theoretical underpinning for 
interventions to improve patient outcomes.  Researchers have proposed this 
model to be an adaptable and important basis for intervention design in a range 
of health conditions (Petrie et al., 2012, McAndrew, 2008, Greco et al. 2015).  
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Interventions have been developed for a range of conditions including 
depression (Gattacker et al., 2018), diabetes (McAndrew et al., 2008), asthma 
(McAndrew et al., 2008), hypertension, (Meyer et al. 1985) and end stage renal 
disease (Karamandiou et al., 2008).  Researchers have argued that different 
approaches need to be the starting point for intervention design depending on 
whether a cognitive or abstract approach is required.  For instance, in patents 
with asthma, it has been proposed that an abstract approach is required as a 
starting point to increase understanding that preventative medication needs to 
be used even if patients are asymptomatic.  In diabetes cognitions around 
concrete behaviours have been targeted in an intervention to increase blood 
glucose monitoring (McAndrew et al. 2008), although both aspects are needed 
for successful interventions.     
 
In relation to CHD, interventions using this theoretical basis have reported some 
success.  Petrie and Weinman (2012) state that a brief, relatively simple, 
psychoeducational intervention can successfully identify and change negative 
illness perceptions.  An example of this is an intervention conducted by 
Broadbent et al. (2009) who sought to extend on a previous study by Petrie et 
al. (2002).  This study investigated the effect of a hospital-based intervention for 
first time MI patients to improve outcomes, reduce functional disability, and 
improve attendance at cardiac rehabilitation.  The original study was a 
Randomised Controlled Trial (RCT) involving 65 inpatients in a hospital in 
Auckland, New Zealand either receiving usual care or usual care as well as 
three forty-minute sessions with a psychologist.  The intervention was broadly 
structured but with some aspects tailored to individual illness perceptions that 
were established using the IPQ.  The results showed that patients in the 
intervention group had made significant changes to their perceptions of the 
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timeline, control/cure and consequences of their heart condition in comparison 
to the control group, as well as increasing cardiac knowledge and preparedness 
to return home.  This resulted in patients in the intervention group returning to 
work faster than the control group and reporting fewer angina symptoms at 
three months, although no significant differences in CR attendance were found 
between the two groups.   
 
Broadbent et al. (2009) aimed to extend these findings in an RCT of 103 MI 
patients, in a hospital in New Zealand.  Two main changes were made to the 
original study: the first was an additional session with a psychologist for patients 
and their partners as well as extending the follow up to six months; and the 
second was extending the measurement of illness perceptions to include 
coherence, treatment control and emotional representation.  These had been 
added to the original IPQ by later researchers (Moss-Morris et al., 2002).  The 
findings largely replicated those found by Petrie et al. (2002) with participants 
returning to work significantly faster and increased preparedness to return 
home.  Patients in the intervention group were also found to have modified their 
attributions of the cause of the MI to cholesterol and lack of exercise and 
increased understanding of the condition.  This remained at six months follow 
up.   
 
These studies show the immense potential of using the CSM as the basis for 
modifying patient perceptions at an early stage to improve health outcomes 
using relatively low-level interventions.  However, it is clear that the current offer 
of cardiac rehabilitation programmes does not appeal or is not considered 
relevant or appropriate for a large group of patients following a diagnosis of 
CHD.  Although there is a corpus of research investigating the illness 
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perceptions and decision to attend cardiac rehabilitation there is very little 
understanding of the complex cognitions and behaviours of people who decline 
the current offer of cardiac rehabilitation, their coping strategies and how they 
are approaching their recovery.  Much of the knowledge in this area has 
arguably been inferred from studies focusing on reasons for attendance or non-
attendance at CR, included small subgroups of decliners (Pullen et al., 2009, 
Herber et al., 2017), specific populations e.g. women (Pullen et al. 2009) or 
from those with an MI diagnosis (Wyer et al., 2001, Wyer, Earll, Joseph and 
Harrison, 2001). Therefore, this study will explore the illness perceptions and 
coping strategies of all CHD patients (surgical and non-surgical) who have 
declined CR.  Expanding our understanding of this patient group is crucial to 
developing appropriate interventions and for health professionals working with 
this group so that they can support them appropriately and maximise the 
opportunity for early intervention.  Further, the applicability of the CSM to people 
who decline cardiac rehabilitation programmes (rather than attenders, or those 
who drop out) is currently unclear.  Without research to examine this, 
interventions based on this model may be limited in their applicability, 
acceptability and effectiveness in this hard to reach group. 
 
In summary, this research aims to extend current understanding by exploring 
the illness perceptions and coping strategies of both men and women who have 
received a diagnosis of CHD and decline cardiac rehabilitation programmes. 
There is very limited research involving this patient group and a clear need to 
support people with CHD to reduce the risks of subsequent cardiac events and 
develop effective interventions.  In order to facilitate this process, the CSM 
proposed by Leventhal et al. (1984) and the stress, appraisal and coping model 
proposed by Lazarus and Folkman (1984) will be used as the theoretical basis 
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for this research to ensure that both illness perceptions and coping strategies of 
CR decliners are fully explored.  
 
 
1.5 Aim  
To explore illness perceptions and coping strategies of people who have 
received a diagnosis of CHD and declined cardiac rehabilitation. 
 
1.6 Research questions 
1) What are the illness perceptions of cardiac rehab decliners in relation to 
their condition? 
2) What coping strategies do cardiac rehab decliners use in relation to their 
condition?  
3) Can the self-regulation model (Leventhal et al, 1984) be used to 
conceptualise the illness perceptions and coping strategies of decliners of 
cardiac rehabilitation programmes? 
4) What recommendations can be made to enhance engagement with cardiac-
rehab decliners? 
5) What recommendations can be made for the development of new 
interventions/services to meet the needs of cardiac-rehab decliners? 
 
2.0 Method 
2.1 Design 
When considering the best methodology to research this area, both quantitative 
and qualitative methods were reviewed.  Quantitative research methods are 
appropriate when ‘factual data’ is required to answer a research question, for 
example, to establish probability information on opinions, attitudes, or 
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preferences (Hammarberg et al., 2016).  Qualitative methods, in contrast, are 
used for research questions that aim to explore the meaning, experience, or 
perspective of a particular individual or group.  Qualitative research offers an in-
depth and rich understanding of a research area and is particularly useful in 
complex areas where a greater understanding is required rather than the 
statistical, volume-based methods of quantitative research (Smith, 2015).  
There is very little doubt that the perceptions and coping strategies of CR 
decliners are complex and under researched, and that the strengths of a 
qualitative investigation would further understanding in this area.   
 
There are two main classifications in qualitative research: experiential and 
critical (Braun and Clarke, 2013).  Experiential qualitative research focuses on 
understanding how participants interpret their experiences and validates the 
views, meanings, perspectives, and practices reported in the data.  In this 
approach the participant is seen as the expert rather than the researcher, and 
therefore the analysis is not limited by the researcher’s understanding of the 
participants or their knowledge of the field being investigated.  In an experiential 
qualitative approach, the meanings and interpretations shared by participants 
are taken at face value and viewed as a way of understanding the world from 
their perspective, while taking into account their personal and social context 
(Braun and Clarke, 2013).  Conversely, critical qualitative research focuses on 
extrapolating broader interpretations and meanings from the data rather than 
accepting the experience of the participant as their reality (Braun and Clarke, 
2013). 
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As this area is under researched, and the focus of the study is to understand 
participants’ experiences and beliefs, experiential qualitative methods seemed a 
natural fit.  This approach allowed a flexible, exploratory comparison of the 
illness perceptions and coping strategies (e.g. Cooper et al, 2005, Dullaghan et 
al., 2013) that would not be accessible through traditional quantitative research 
(Braun and Clarke, 2006).  A mixed methods study was considered but deemed 
not appropriate, as, due to this being a hard to reach group, there was a 
likelihood of small participant numbers which would mean any statistical test 
would be under powered (Dorey, 2011). 
 
2.2 Theoretical framework and approach 
 
The philosophical foundations of this study come from the ontological position of 
critical realism, reflecting the researcher’s belief that there is an underlying truth 
that can be used to further knowledge in this area, while acknowledging that this 
is affected by culture, history, and social factors (Braun and Clarke, 2013).  A 
critical realist approach acknowledges different patient experiences within the 
participant group, creating a data corpus that was rich in detail, allowing a 
broader understanding of this under researched area which could not be gained 
by taking a realist ontological perspective.  The epistemological position for this 
study was contextualism which acknowledges that there may be more than one 
version of the truth and considers knowledge to be provisional, locally situated 
and true in certain contexts (Braun and Clarke, 2013, Madill et al. 2000).  This 
approach reflects the participants’ understanding, the researcher’s interpretation 
and the related cultural meaning systems (Smith, 2015).  
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The researcher also reflected on a number of factors relating to the role they 
played in the data collection process, subsequent analysis, and findings.  These 
included the gender, age and personal background of the researcher which may 
invoke different responses from participants (e.g. whether male participants are 
comfortable sharing sensitive information with a member of the opposite sex).  
The researcher’s professional background was also an area that could have a 
significant impact on data collection and analysis: as a public health 
professional of nine years with experience of working with clients over a range 
of health-related issues, including smoking cessation, the researcher was 
conscious of not moving the conversation towards some form of brief 
intervention as would be normal public health practice.  The researcher was 
also conscious of letting the participants tell their story and exploring areas of 
interest rather than exploring the reasons for continuing to smoke etc., although 
some participants volunteered this information.  Another factor was that some of 
the participants assumed that the researcher was linked to the cardiac-rehab 
teams and was an expert in this area. This could have impacted on participant 
responses, so it was made clear at the start of each interview that the research 
was being supported by the NHS but was part of a doctorate at the University of 
the West of England. 
 
Qualitative research offers a diverse range of approaches to data analysis such 
as interpretive phenomenological analysis, grounded theory and discourse 
analysis (Braun and Clarke, 2013).  A range of experiential qualitative 
methodologies were considered for this research, in particular grounded theory 
as it is appropriate for under researched areas and shares many of the 
assumptions of Thematic Analysis (TA).  Grounded theory, like TA, focuses on 
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the participants’ words rather than how something is said (Braun and Clark, 
2013) and seeks to construct theory from the data (Glaser and Strauss, 1967).  
Although this approach to analysing the data would have no doubt yielded 
interesting findings, the use of theoretical frameworks and use of previous 
research in this study excluded grounded theory as an appropriate approach for 
data analysis (Glaser, 1998).  IPA (Smith, 1996) was also briefly considered.  
This approach is popular with qualitative researchers and focuses on ‘persons 
in context’ and the exploration of lived experiences (Smith, 1996).  One of the 
limitations of IPA is that it does not have the same theoretical flexibility of a TA 
(Braun and Clarke, 2013) and therefore was not deemed to be the most 
appropriate form of analysis in this case.   
 
Following consideration of all of these factors TA was decided to be the most 
appropriate method as the aim of this study was to develop a rich 
understanding of the experiences of eligible participants in this under 
researched area.  TA has been defined as “a method for identifying, analysing 
and reporting patterns (themes) within data” (Braun and Clarke, 2006; 79).  It 
offers a flexible approach that does not strictly subscribe to any theory or 
epistemology and, therefore, was considered to be the most appropriate 
method for this research study. 
 
Once the approach had been agreed the semi-structured interview schedule 
was developed based around the two theoretical frameworks underpinning this 
study: Leventhal’s Common-sense model of Self-Regulation (1984), and 
Lazarus and Folkman’s Transactional Model of Stress and Coping (1984).  The 
interview questions (Appendix B) were developed to allow a broad exploration 
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of patient experiences alongside the key constructs from the CSM (timeline, 
cause, control/cure, consequences, illness identity), and an exploration of both 
emotion and problem focused coping strategies reflected in both models.  
Although the interview questions were developed to support the investigation of 
the models underpinning this study, it was not rigidly adhered to, allowing the 
researcher the flexibility and adaptability to explore other areas that had not 
been anticipated in advance (Harding, 2013).   
 
The interview was designed in three sections.  The first section asked 
participants to share the story of their cardiac event and recovery.  This 
approach was taken as it gave an opportunity to build rapport, encourage the 
participant to relax and to build trust with the researcher.  This was an important 
part of the interview process and supporting rich data collection (Braun and 
Clarke, 2013).  The second section included further questions allowing for 
deeper investigation of specific areas of key framework constructs, e.g. cause, 
secondary appraisal of their condition and how they have managed their health 
since diagnosis.  Finally, the third section of the interview focused on what 
support participants would have engaged with, and what would have been 
helpful in the weeks and months since their cardiac event. The content of the 
questions was developed with input from key clinicians working in local cardiac-
rehabilitation teams, cardiac support groups and expert patients to ensure that 
the questions were clear and appropriate (as this could be a sensitive topic for 
participants, for example softening the language of questions e.g. What would 
(suggested change to ‘may’) happen to you if you did not make any changes to 
your lifestyle?).  Following feedback from supervisors, professionals and lay 
representatives, the interview schedule was amended before being sent for 
ethical approval.   
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NHS ethical approval was required for this study as two cardiac rehabilitation 
teams agreed to act as patient identification centres (PICs) by identifying 
patients (meeting the inclusion criteria) referred to CR in the previous six 
months and sending them an invitation (prepared by the researcher) to take part 
in the study. Ethical approval was sought through the NHS Health Research 
Committee’s (HRA) Integrated Research Application System (IRAS).  The 
application was reviewed at the London-Bromley Research Ethics committee on 
15th September 2016 and, following amendments, approval from the HRA was 
granted on 25th November 2016 (Appendix C).  Local NHS ethics approval was 
received from NHS Trusts in England on 4th April and 11th April 2017.  The 
University of the West of England’s Faculty of Health and Applied Sciences 
Research Ethics Committee confirmed approval for the study on 16th May 2017 
(Appendix D). 
 
2.3 Participants 
Three main approaches were taken to the recruitment of participants, i.e., social 
media, posters and information, and patient identification centres.  Patients who 
declined cardiac-rehabilitation within the last six months were identified through 
the two NHS cardiac-rehabilitation teams acting as patient identification centres.  
Approximately 200 invitation packs were sent out and 17 patients responded to 
the invitation between June and December 2017.  The study was also 
advertised widely through social media, as well as 73 NHS cardiac teams not 
acting as patient identification sites, and both local and national support groups 
but no responses were received by the researcher through these routes.     
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Of the 17 patients who contacted the researcher, seven patients were excluded 
from the study: four patients had previously attended cardiac-rehab, two 
patients had started attending cardiac rehab sessions and one had a 
pacemaker fitted and did not meet the study criteria.  Ten patients met the 
criteria, nine were interviewed at their home address and one in an interview 
room at a local government office, all interviews were held between June and 
December 2017.  The mean interview time was 81 minutes with interview times 
ranging from 50 minutes to 108 minutes.   
2.3.1 Demographics 
The participant group (n=10) included five males and five females, a ratio of 1:1.  
The ethnic group of all participants was reported as White English, with ages 
ranging from 38 to 89 years with a mean age of 59 and a median age of 72.  
Fifty percent of participants were married (n=5), 30% were widowed (n=3) and 
20% reported their marital status as single (n=2).  All participants reported their 
highest level of education to be Secondary (or equivalent) or above with 20% 
degree educated.  The majority of participants were retired (60%, n=6) with 
30% employed (n=3) and one participant (10%) not in employment.  Of the 
participants in employment two (20%) were categorised as 
Managerial/Professional and one was categorised as a Routine and Manual 
worker (10%, n=1).  All participants had received a diagnosis and treatment for 
CHD with the majority having a stent fitted (90%, n=9) and one having a valve 
replacement as a result of CHD (n=1). 
Table 3: Participant demographics   
Pseudo 
name 
Gende
r 
Ag
e 
Highest 
level of 
educatio
n 
Ethnic 
group 
Socioeconomi
c status 
Marital 
Status 
Diagnosis 
and 
treatment 
Robert Male 70 Degree White 
Englis
h 
Non-employed 
(retired) 
Married CHD (MI) – 
stent fitted 
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Ellen Female 89 Secondar
y or 
equivalent 
White 
Englis
h 
Non-employed 
(retired) 
Widowe
d 
CHD 
(Angina) – 
stent fitted 
Kevin Male 80 Secondar
y or 
equivalent  
White 
Englis
h 
Non-employed 
(retired) 
Married CHD (MI) – 
stent fitted 
Juliet Female 72 Secondar
y or 
equivalent  
White 
Englis
h 
Managerial – 
Professional 
Married CHD (MI) – 
stent fitted 
Norman Male 61 Secondar
y or 
equivalent 
White 
Englis
h 
Routine and 
Manual 
Single CHD (MI) – 
stent fitted 
Jill Female 72 Post-
Secondar
y 
White 
Englis
h 
Non-employed 
(retired) 
Widowe
d 
CHD (MI) – 
stent fitted 
Christia
n 
Male 85 Secondar
y 
or 
equivalent 
White 
Englis
h 
Non-employed 
(retired) 
Married CHD – 
valve 
replacemen
t 
James Male 61 Degree White 
Englis
h 
Managerial - 
Professional 
Married CHD (MI) – 
stent fitted 
Megan Female 38 Secondar
y 
or 
equivalent 
White 
Englis
h 
Non-employed Single CHD (MI) – 
stent fitted 
Jane Female 67 Secondar
y 
or 
equivalent 
White 
Englis
h 
Non-employed 
(retired) 
Widowe
d 
CHD (MI) – 
stent fitted 
 
2.4 Procedure 
Following HRA ethical approval and approval from the two NHS Trusts, the 
recruitment strategy was actioned.  The researcher prepared invitation packs 
which included an information sheet, flyer, and an introduction letter to minimise 
the workload of supporting this study on the cardiac-rehab teams.  Eligible 
patients were identified though NHS electronic systems and the invitation packs 
were addressed and sent out to them by NHS staff.  Flyers were sent to key 
NHS teams and clinics and the social media strategy was implemented.   
 
To be eligible for this study participants had to meet the following criteria:  
Inclusion:  
• Diagnosis Cardiac event e.g. myocardial infarction within the last 6 
months 
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• Adult over the age of 18 years old 
• Declined invitation to attend cardiac rehabilitation 
• Ability to give informed consent 
• Can speak and read English 
• Give consent to inform GP of participation in the study 
 
Participants were excluded based on the following criteria:  
• Presence of a learning disability 
• Previous attendance at cardiac rehabilitation 
• Under 18 years old 
• Unable to read and/or speak English 
• Cardiac event more than six months ago 
• Diagnosis of heart failure 
• Diagnosis of dementia 
 
Potential participants made direct contact with the researcher either by email or 
telephone.  The initial conversation checked participants’ eligibility against the 
inclusion criteria and interview preference.  Participants were given the option of 
conducting the interview face to face, over the phone, skype call or by email.  
Based on individual preference all individuals were interviewed face to face at a 
convenient time and place.  During the initial contact a broad outline of the 
study was given, and this was reiterated at the start of the interview.  Before 
starting the interview, the researcher shared the background of the study and 
the relationship to the cardiac-rehab team.  This was important, as, if 
participants thought the researcher was working on behalf of the cardiac-rehab 
team, it could impact on their confidence to respond freely. 
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Recruitment took place between June and the end of December 2017.  The 
recruitment strategy consisted of three main areas: 1) NHS cardiac-rehab 
teams, 2) flyers and information sheets, 3) social media.  The main focus for 
recruitment was through the two PICs (cardiac rehabilitation teams) in England.  
Patients who had a cardiac event and declined the offer to attend a Cardiac-
rehab programme within previous six months were identified through NHS 
systems.  They were either sent invitation packs (Appendix E – G) with a 
covering note from the cardiac-rehab team introducing the researcher or given 
the pack by the cardiac-rehab team during a routine assessment.  In order to 
ensure support for the study, the researcher attended team meetings at the 
PICs to share study information and answer any queries.  Flyers were sent out 
to NHS clinics, local support groups and advertised through social media. 
 
The initial recruitment strategy resulted in a very small number of potential 
participants getting in contact and the first participant interview took place in 
mid-July 2017.  The Cardiac -rehab teams were supportive of the study but both 
teams at different points reported struggling with capacity to send packs out to 
eligible patients due to staffing issues.  As a result of the very low number of 
potential participants making contact with the researcher, the recruitment 
strategy was reviewed and extended to maximise the reach and attractiveness 
of taking part in the study.  A substantial amendment form was submitted to the 
Bromley ethics committee on 25th July 2017 to include a small incentive for 
taking part in the study (the incentive was a £10 gift voucher for a local store, 
either Marks & Spencer or Asda).  The amendment was approved by the 
Bromley REC on 16th August and HRA approval was received on 14th 
September 2017.  At this point two participants had been interviewed and 
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vouchers were sent to them retrospectively with a note of thanks for their 
participation in the study. 
 
Once HRA approval was received, new invitation packs with details of the 
incentive were collated and delivered to the PICs.  To increase the reach of the 
study, a revised flyer was sent to 73 cardiac-rehab teams in the England with a 
request to promote the research to patients and local networks.  Similarly, flyers 
were also sent national cardiac support groups, charities and occupational 
health teams.  The social media strategy was revised, and a Facebook page 
was created.  A link to the page was included in all social media adverts so that 
information on the study (based on the information sheet) was easily 
accessible.   The revised flyer with links to the Facebook page was shared 
through Facebook and Twitter, and local and national organisations (e.g. BHF, 
Ambulance Service, Clinical Commissioning Groups and NHS Trusts) were 
contacted with a request to retweet the study information to their followers.    
 
Almost all participants chose to be interviewed at their home address with one 
participant interviewed in local council offices.  Participants were given another 
copy of the information sheet and asked if they had any questions and if they 
were happy to complete the consent form (Appendix H).  Once informed 
consent was given demographic information was collected, the Olympus DSS 
audio recording equipment was set up and tested, and the semi-structured 
interview was conducted.  Following the interview participants were debriefed 
and given the opportunity to ask questions about the research.  In line with the 
ethical approval participants were given a list of local and national support 
services and sources of information.  Participants’ GPs were notified of their 
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participation in the study in case they were contacted with any health concerns 
following the interview. 
 
2.4.1 Thematic analysis 
Following completion of the interview the data was transferred onto a password 
protected encrypted laptop that was only accessible to the researcher as soon 
as possible and the data on the Olympus unit was deleted.  The electronic 
stored files included all audio data files, Word documents, and data and notes 
stored in NVivo11.  Paper documents such as consent forms and demographic 
information were stored in a locked filing cabinet that was only accessible to the 
researcher.   
 
Following transcription, the Word document was uploaded into NVivo 11 for 
data analysis.  Coding was conducted by the researcher and an initial 
framework was developed with feedback sought from the supervision team.  A 
further level of coding was undertaken across the data set.  One of the 
criticisms of qualitative research is the subjective nature of the data analysis 
(Braun and Clarke, 2013).  In order to mitigate against this, feedback was 
sought on candidate themes from the supervisory team before finalising the 
analysis.  Following this final level of coding themes were developed and a 
thematic map was developed. 
 
During the analysis Braun and Clarke’s (2013) seven phases of analysis were 
followed to ensure a thorough TA was undertaken.  These phases are: 1. 
Transcription, 2. Familiarising yourself with the data, 3. Coding, 4. Searching for 
themes, 5. Reviewing the themes, 6. Defining and naming the themes, 7. 
Writing – finalising analysis.  As this study is underpinned by theoretical 
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frameworks, and one of the research questions was to test whether the CSM 
(Leventhal et al., 1984) can be used to conceptualise the illness representations 
and coping strategies of decliners of cardiac rehabilitation programmes, a 
deductive approach to data analysis was taken.  The deductive approach was 
deemed more appropriate than the other main type of TA, an inductive TA.  An 
inductive approach is used when no theoretical frameworks or theories are used 
as part of the analysis (Braun and Clarke, 2013). 
 
Throughout the data collection process and subsequent analysis, the 
researcher kept a reflective diary (Appendix I).  The primary aim of the diary 
was to ensure that the research took a reflexive approach to this research by 
reflecting on each interview, considering their role in the construction of 
knowledge and adapting or amending the process as appropriate (Braun and 
Clarke, 2006).  As a public health professional, and a trainee health 
psychologist, the researcher was conscious of their existing knowledge derived 
from their professional experiences.  This background knowledge had guided 
the focus of the research and allowed the researcher to consider the wider 
application in their profession as well as giving an understanding of the 
importance of secondary prevention for the participants. Therefore, the 
researcher was conscious that participants were allowed to share their 
experiences without the researcher intervening or offering professional advice.  
The researcher’s experience did however allow for a good background 
knowledge of the challenges of living with an LTC which supported an 
empathetic rapport between the participant and the researcher. In addition, it 
was also important for the researcher to reflect on the developing codes and 
themes, and to consider areas outside of the models being used to ensure that 
other key areas are not missed.   
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2.4.2 Quality in qualitative research 
One of the key criticisms of qualitative research has been that it does not 
achieve the same quality and validity as quantitative research (Braun and 
Clarke, 2013), with quality in qualitative research being viewed as “elusive” 
(Seale 1999, cited in Braun and Clarke, 2013).  Qualitative researchers argue 
that, although the traditional positivist quality criteria are sometimes loosely 
applied to qualitative research, it is not appropriate to be used with qualitative 
methodologies (Yardley, 2000, Tracy, 2010). 
 
Qualitative researchers have strived to address this issue by developing criteria 
that are more appropriate for this methodology (Yardley, 2000, Shenton, 2004).  
A number of criteria have been applied to qualitative research, e.g. Yardley’s 
characteristics of good qualitative research (Yardley, 2000). Although not as 
rigid as those used in quantitative methodologies, these criteria have been seen 
as a helpful framework to support researchers to practice and perfect their skills 
(Tracy, 2010).  In order to ensure quality in this study, Tracy’s comprehensive 
eight criteria for qualitative research were applied (worthy topic, rich rigour, 
sincerity, credibility, resonance, significant contributions, ethics and meaningful 
coherence), as well as keeping a reflective diary.  
 
The ideal number of participants in a qualitative study has been an area of 
debate. Mason (2010) states that there is no clear guidance on appropriate 
sample sizes in qualitative studies.  In order to give some direction in this area, 
Mason (2010) reviewed 560 PhD theses to establish the average sample size.  
The findings showed that the average sample size was between 20-30 
participants, although the range of sample sizes varied between 1 and 95.  Data 
 69 
 
saturation is considered to occur when all of the important themes are 
uncovered, and the sample size should reflect this (Mason, 2010).  Although 
other factors are also reported to influence this, Mason (2010) argues that the 
skill of the interviewer will influence when saturation is achieved, and that 
sample size is not as important as the quality of the data produced during the 
interviews.   
 
Researchers have argued that qualitative researchers need approaches and 
tools to evaluate the required sample size as part of the planning and ongoing 
research process (Malterud et al., 2015).  Researchers often allude to data 
saturation, without giving any indication of how this has been assessed 
(Malterud et al., 2015; Sim et al., 2018), using rules of thumb based on past 
experience to discern appropriate sample size (Sim et al., 2018).  Malterud et 
al. (2015) posit that researchers should use what they term as ‘information 
power’.  They propose that information power depends on a number of factors 
including the specificity of the sample, the aims of the research, use of theory, 
the quality of dialogue, and analysis strategy.  For example, if the aim of a study 
is broad then a large sample will be required to reach saturation or if a group of 
participants hold specific characteristics in relation to the study aim a less 
extensive sample is appropriate.   
 
In relation to the present study, the participant group being targeted was very 
specific in relation to the study aims, therefore a sample size of 10 participants 
was felt appropriate.  The focus of this study was a hard to reach group and an 
extensive recruitment protocol was developed to invite as many eligible patients 
as possible to ensure a good level of data collection. 
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2.5 Ethical considerations 
2.5.1 Informed consent 
Prior to the interview beginning, participants received information sheets and 
were asked if they were happy to complete the consent form.  The consent form 
included not only consent to take part in the study and to have the interview 
audio recorded but also permission to contact the participant’s GP to notify 
them of the participant’s involvement in the study.  Participants were notified 
that they could withdraw from the study up to one month after the date of the 
interview, as removing data once coding had started would be very challenging 
and would impact on the data analysis process. 
 
2.5.2 Emotional distress 
As the subject matter of this study could be sensitive for some participants there 
was a moderate risk that some distress could result from participants reflecting 
on a significant health related event.  To mitigate against this risk all participants 
were given a sheet with links and contact details for information sources and 
support groups.  Additionally, participants’ GPs were contacted to inform them 
of their patients’ involvement in the study and to supply them with a copy of the 
support groups information sheet that participants received following their 
interview.  All participants were advised to contact their GP if they had any 
concerns about their health. 
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3.0 Findings  
3.1 Overview of themes 
 
Following the analysis of the data it was clear that the participants had told a 
complex story of their experiences of CHD and their approach to recovery.  The 
participants’ experiences fell broadly into three main themes and five 
subthemes (Figure 3):  
1) I’m not the kind of person to have a heart attack 
i. illness identity 
ii. prior perceptions 
2) Patients’ emotional response 
3) Mind the gap: current offer vs patient need  
i. it’s their way or the highway 
ii. it would have been better if… 
iii. common-sense solutions 
 
During the coding process it was clear that parts of the patients’ experiences 
applied to more than one CSM theory construct and therefore could not be 
allocated exclusively to one code or construct area.  For example, a participant 
could share their first thoughts following their cardiac event in relation to the 
controllability of CHD and in such cases the reference has been allocated to 
both primary appraisal and control/cure.  This issue has also been found in 
other qualitative research (Anderson, Jason and Hlavaty, 2014) and addressed 
in the same way, as the references from participants cannot be considered 
exclusive to one code.  
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Figure 3: Thematic map 
 
 
 
 
3.2 Theme: I’m not the kind of person to have a heart attack 
 
Participants described a range of complex factors that impacted on how they 
relate to having a diagnosis of MI and go on to live with CHD.  This theme 
brings together both socially constructed knowledge as well as individual issues 
of identity.  The two subthemes detailed below influence how participants 
interact with their diagnosis and manage their health moving forwards.   
 
3.2.1 Subtheme: Prior perceptions 
 
Prior to receiving a diagnosis of CHD, participants had constructed a range of 
representations of what it would be like to experience an MI, the role of the 
medical profession and their own self-image.  A number of participants shared 
 73 
 
that that their experience did not reflect their perception of having a heart attack. 
The gap between individual perceptions and reality (diagnosis of CHD) 
impacted across a range of illness representations including the primary 
appraisal of the event, how this relates to their prior perceived risk and, in 
relation to the consequences, specific changes in their self-image and decisions 
regarding the self-management of the condition following discharge from 
hospital. 
 
One participant reflected on her prior perception of an MI drawing on media 
sources as a point of reference.  Megan reflected: 
 
“I’ve only seen it on the telly and then you expect them to be like 
this and their lips turn blue and they’re blue” 
 
 
A lack of knowledge of the symptoms of an MI was apparent in a number of 
interviews.  Patients did not identify the symptoms that they were experiencing 
as being related to a potentially serious health condition.  This lack of 
understanding caused a significant delay between the onset of symptoms and 
seeking advice or treatment for the condition.  James explained that he had 
been experiencing symptoms for some time before being advised to see a 
doctor: 
 
“Well about three months before the heart attack I had 
what I thought was a reflux……. then the second week in 
September I went for a week to the Caribbean and this 
happened a bit more regularly and I thought well it’s the 
good wine and the food and the sun and all that, didn’t 
worry too much about it……... I know it err… sounds a bit 
arrogant but there was no pain…. I mean this acid stuff 
wasn’t really painful, but it was probably like… forgive the 
story, it was probably like a blind person on the edge of a 
cliff …. I hadn’t got a clue…” (James) 
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The majority of participants did not perceive any risk of CHD prior to having a 
cardiac event with some never giving any consideration to the health of their 
heart as illustrated by Norman: 
 
“No, no…why would I ….er…it had never occurred to 
me…never even occurred to me to be quite honest” 
 
 
A number of participants identified themselves and their lifestyle as being 
healthy.  Robert described that he considered himself to be active and healthy 
despite acknowledging being overweight: 
 
Researcher: … so I mean prior to that had you had ever 
considered yourself to be at risk of heart disease? 
 
Robert: No, no 
 
Researcher: You hadn’t thought about it at all? 
 
Robert: No, the fact that I have, I have been clinically 
obese for years, um, I have also been extremely active, 
and I still am, um, I have very low cholesterol, um…so no” 
 
 
This was a common theme across the majority of interviews, with a number of 
participants sharing how they made healthy lifestyle choices, such as not 
drinking or smoking, and therefore not perceiving themselves to be at risk of 
any health issues:   
   
“I’m the sort of person that…and this sounds really, really 
strange and you’re gonna laugh at this cos I’ve had a heart 
attack …I’ve never ate fried food…I’ve always had as 
many vegetables as you can pile on my plate, I’d sooner 
have a salad then a roast dinner …my only downfall is 
chocolate, I don’t drink, I don’t smoke so I’m your ideal 
person not to have a heart attack.” (Juliet) 
 
“...I’d been so ……well I’d been so healthy I didn’t give it a 
thought…didn’t give it a thought.  Um, I’d never smoked, 
hardly drank …er, I think I must be one of the few people 
that goes France and doesn’t have a glass of wine” (Kevin) 
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This was also reflected in a small number of participants who spoke about not 
perceiving any risk of CHD although there were other, in some cases 
significant, health issues.  This was demonstrated by Kevin who had 
experienced a coronary event 15 years ago but did not recall it until reminded 
after having an MI: 
 
“Oh yes, I did have…and I’d more or less forgotten but 
[name] reminded me and got out some books that’s I’d 
been given at the time and it was about um……about 15 
years ago, I had a funny turn and I was taken to hospital 
then.  It was nothing like this time, and yet the records that 
doctors got suggest it was the same or similar…”  
 
 
Perception of the role of health professionals was also expressed in a small 
number of interviews, with the role of the doctor being to cure the individual in 
the same way that a mechanic fixes a car, and that once “fixed” the heart should 
run as normal: 
 
“the body’s like a car, something goes wrong you go to a 
mechanic and get it fixed……. my thought processes were 
I’ve been fixed I can now get on with it” (Robert) 
 
“No. no I suppose it was the ultimate…having said that 
about the medical profession…. The ultimate faith in…. I 
mean I come from a school that still believe in police 
constables and those sorts of things and opening the 
doors for ladies and all of that, so I just assumed that they 
would look after me… it never occurred to me that there 
was gonna be anything bad” (James) 
 
 
The participants’ prior perceptions played a significant role in their response to 
the diagnosis of CHD.  These perceptions were evident across a range of 
constructs of the CSM i.e. if they had ever been at risk of an MI (illness identity), 
the role of the health professionals to cure them (cure/control) and the self-
management of the condition, including the decision to attend CR (cure/control 
and consequence.  
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3.2.2 Subtheme: Illness identity 
 
Illness identity links to the subtheme prior perceptions which together impact on  
how participants respond to the diagnosis of CHD and the support on offer.  
Following an MI patients are advised to start a regime of self-management 
including medication and lifestyle changes.  This can be challenging for patients 
to navigate and made more complex by the emotional response to the event.   
 
A small group of participants identified the ongoing health issues and symptoms 
that they were experiencing as being related to their heart condition.  These 
stories ranged from needing further clinical investigations and interventions 
relating to CHD to unexplained symptoms.  Jennifer shared the reoccurrence of 
the symptoms she experienced before being treated for an MI: 
 
“So, I was really good I would say until three weeks ago 
and then I’m getting all this angina in my neck and the pain 
here, so I’m right back to where I was, I can’t believe 
it……… So now I’ve got to go back in and have this 
horrible thing where they speed up your heart with that 
drug and that’s on the 3rd January…they’re all the same 
tests I had in the lead up to the stents.  I know what’s 
gonna happen and say we’re gonna have an angiogram 
just to have a look…...so I’m back to where I was before, 
and I’ve got this constant pulling in my neck……... I more 
shocked now that I am continuing to get this um….and 
that’s what scary.  I don’t wanna end up one of these 
women with 13 stents” 
 
 
Jennifer went on to share how the symptoms reoccurring had made her feel: 
 
 
“So, I feel that was a failure…I know in part it wasn’t a 
failure cos they’ve sorted out that part of the vein, but it’s a 
failure in the respect that I’m not …...fully away from it, I’ve 
still got the same condition and it’s not even a milder form 
of it it’s the same” 
 
Unexplained symptoms were also identified as being related to having a stent 
fitted some months after the intervention: 
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“I’m still getting tightenings, but I don’t know whether it’s 
that or…obviously they said I’ve had a heart attack I didn’t 
even know I’d had a heart attack” (Megan) 
 
“this dull ache in the chest and the pains and the 
palpitations. They done heart tests, um all the things didn’t 
they, the leads and everything and um said no it’s not your 
heart it must just be your gastritis…… I shouldn’t be able 
to feel my heart and like that, well it’s not my heart it’s 
here, right under my breastbone here……. and it aches it’s 
like a dull toothache all the time. I don’t get it when I’m, 
well I do get it when I’m working but I get it worse when I’m 
sitting. Nobody knows what it is……... I feel like I’ve had a 
bypass, I imagine that’s how you’d feel if you’d had a 
bypass…you know it’s all gotta mend in there…I dunno, 
it’s weird” (Juliet) 
 
 
A number of participants shared that they did not believe that they had 
experienced an MI, not identifying themselves as having CHD.  This lack of 
recognition impacted on how patients proceeded with the self-management of 
their condition.  In Jill’s interview she shared that she did not believe that she 
had experienced an MI as the medical professionals had not shown her any 
concrete proof that there was a problem with her heart.  This view was 
reinforced by the perceived negative ECG results that were taken by the 
paramedics: 
 
“I didn’t believe them…. I didn’t believe I’d had a heart 
attack…and I still don’t today, its only cos they’ve said it’s 
on my medical records that I have…. even the paramedics 
couldn’t find anything” 
 
 
Jill went on to say that she considered the clinical intervention and medications 
that she was being asked to take as precautionary rather than treatment for a 
serious heart condition: 
 
“they decided I needed a stent…. well that is maybe I 
didn’t see the records, maybe my tubes were a bit blocked 
and they put one in as a precautionary and they put me on 
all these pills as a precautionary measure according my 
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doctor that is to prevent me having another one, it’s a 
precaution…and I feel absolutely fine….” 
 
 
Following intervention, the majority of participants felt that they had recovered 
and experienced no ongoing issues, as in Ellen’s case: “I felt better straight 
away, when you feel better straight away, you felt you’d recovered shall we 
say….and you do when you have those things done…the stents….”  However, 
one participant expressed shock at experiencing ongoing symptoms as medical 
professionals and information sources (such as booklets, cardiac websites and 
forums) paint a picture of the patient being fully recovered within two weeks:   
 
“I was given a booklet, a booklet yeah about cardiac arrest 
and what to expect after a stent ….but nothing in booklet 
said anything at all….it’s all supposed to have been over in 
a fortnight according to the booklet …in the booklet is says 
the fact that you will feel 100% better than before when 
you had the stent, but I felt okay before…before I had the 
heart attack I felt fine so I can’t you know…but I don’t feel 
that good since I’ve had the stent…no way am I the same 
as before I had the heart attack” (Juliet) 
 
 
The idea of the clinical intervention curing the heart problem was a common 
theme in a number of interviews.  Participants did not identify themselves as 
having a chronic heart condition and this impacted on the level of self-
management, e.g. making lifestyle changes and the decision to decline cardiac-
rehab, as participants did not see the need:   
 
Researcher: Do you feel that moving forwards you can 
manage your health and the health of your heart yourself 
or will you need support from other people? 
 
Robert: No, no I mean there is nothing to manage it’s been fixed end of. 
 
 
There was a strong theme in a number of interviews that demonstrated 
participants did not identify with the information being presented or advice given 
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regarding medication or lifestyle changes to reduce the risk of a secondary 
event:   
 
“They’re on about changing me diet …I mean I’ve lived this way for 61 
years... and they suddenly want me to change…I mean to my mind 
that’s probably gonna do more harm than good…personally.  If what I 
eat according to them isn’t healthy…it may not be for most people, but it 
doesn’t seem to have affected me in any way is the way I see things.  I 
mean I live on...the other thing is what can they do about it?  Apart from 
telling me to change my lifestyle and diet which …I mean alright 
somebody 20, 30 maybe yeah, they probably could, but you’re talking to 
a 61-and-a-half-year-old bloke, change his lifestyle, change his 
diet…what points that?  (Neil) 
 
“Yes, but when they’re trying to push pills into you and they’re saying 
you’ve got to do this, you’ve got to do that, and you don’t feel ill it’s hard 
to accept….in fact I’m almost at the point of saying stuff your pills I don’t 
want them any more” Jill 
 
 
Additionally, some participants felt that the support that was on offer would not 
benefit them over their normal lifestyle, identifying themselves as being 
sufficiently active, as shared by Robert: 
 
Researcher: …so you are doing quite a lot in terms of activity wise. 
Robert: Oh yes, that’s why I said that I don’t need this, this physical 
what's it.   
 
“The programme was like a gym, you know jogging and weight lifting; I 
wouldn’t even do that now even though I am feeling 80% better that’s 
not the kind of exercise I’ve ever done and I did explain to her when I 
start getting stronger I’d do it my way with more walking and bits of 
gardening and things like that” (Juliet)  
 
 
Participants lacked identification with the diagnosis of a heart condition, which 
was evident across a number of constructs within the CSM.  This included 
appraisal, linked to the theme prior perceptions as well as the theme emotional 
response (see below), and the perception of this being an acute event 
(Control/Cure and Timeline).  It was also apparent that this impacted on how 
participants went on to self-manage their condition (Consequence) including 
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their decision not to attend cardiac rehabilitation (as they felt it was not for 
people like them) and the importance of making lifestyle changes to reduce their 
risk of a secondary event. 
 
3.3 Theme: Patients’ emotional response 
 
An emotional response to having an MI and resulting emotion focused coping 
strategies were common themes across participant responses.  Half of the 
participants explicitly discussed strong negative emotions that moderated the 
self-management of their heart condition.  This was reflected across the 
participant group with all participants sharing emotion focused coping strategies 
across a range of related areas.  The most common emotional responses 
shared were anxiety and fear, with half of all participants experiencing these 
feelings following an MI to varying degrees.  Megan shared her experience of 
finding out she’d had an MI and the impact that would have on her young family: 
 
“This frightened the life out of me when it happened, and I 
thought I can’t leave my kids…I don’t want them to feel like 
I did when my dad left me…”   
 
 
Megan went on to share how she felt guilty and responsible for having an 
MI at a young age:    
 
    
“Guilt…. because I probably have done it to myself” (Megan) 
 
 
A number of participants reflected on their feelings after leaving hospital and 
trying to get back to a normal life.  Jill explained that on the day she was 
discharged from hospital she was readmitted with a possible panic attack: 
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“…. the day I came home from hospital my son was home 
from Sweden he came and picked me up from hospital and 
he stayed for the…and I think I had a panic attack on the 
Sunday morning, knowing what happened to me I felt a bit 
tight and he called the ambulance again and they took me 
to A&E and I was sat around for another morning and they 
said it was just the indigestion and it could have been a 
panic attack” (Jill) 
 
 
 
Some participants shared that some weeks after their MI they continued to be 
concerned about having a secondary event: 
 
“I’ve still got that hanging over me at the moment and I’m 
still scared…I’m still worried” (Megan) 
 
 
Participants expressed being anxious about exerting themselves and putting 
any strain on their heart.  James was a regular golfer and shared how initially he 
felt anxious when he first went back to the driving range: 
 
“Well you said was there any anxiety sort of…well the only 
anxiety was I went to the driving range to practice before I 
played last Sunday, and I thought you know... so I was a 
bit… I guess anxiety was the right word, but after a couple 
of swings I was fine” (James) 
 
 
Low mood and depression are commonly experienced by patients 
following an MI, which was the case for three participants who explicitly 
expressed having periods of low mood following their release from 
hospital: 
 
“…it makes you very suicidal that you’ve had a heart 
attack…not suicidal, that’s too bad a word…. very, very 
low…very, very tearful …I had lots of that” (Juliet) 
 
 
 
The participants shared the feeling that this experience would stay with them in 
the long term and impacted on their view of the future: 
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“… I think that mentally lives with you and that can make 
you very, very depressed at times” (Juliet) 
 
“I just feel I’m dropped out of the system, worthless and I 
get very depressed, other days it doesn’t matter, I just go 
and get on with it……So am I limited because of this…. I 
don’t know, I just don’t see any future and I get very low 
and I’ve got no-one to offload it to except for my [son] and I 
can’t do that” (Jill) 
 
 
Of the two types of coping strategies detailed in the CSM (Leventhal, 1984) and 
Lazarus and Folkman’s TMSC (1984) (emotion focused, and problem focused), 
emotion focused coping strategies were the most frequently expressed by 
participants in this study.  All the participants described situations where 
emotion focused strategies were being employed following their release from 
hospital.  The emotion focused coping strategies typically fell into three areas: 
avoidance, distancing, and minimising, with distancing and avoidance being 
most frequently used.  Emotion focused coping strategies were described 
across a broad range of situations including response to the diagnosis of CHD, 
self-management, including attendance at cardiac-rehab and information 
seeking. 
 
Participants’ responses to the diagnosis of an MI was a key area where emotion 
focused coping strategies were employed.  Distancing and minimising were 
common strategies used in this area, with participants sharing a range of 
responses ranging from disbelief and normalising through to questioning 
medical opinion and comparisons to others.  Robert’s and Jill’s reflections on the 
cause of their MIs demonstrates how participants distanced themselves from the 
diagnosis: 
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“Haven’t the faintest… and indeed when I’ve asked the 
doctors their reply has been well it could be any one of a 
number of things and you can’t really be certain” (Robert) 
 
“Unless they can prove to me medically I had a blocked 
artery I don’t believe them, I purely think it was stress, I 
didn’t believe them… didn’t believe I’d had a heart attack 
and I still don’t today” (Jill)  
 
 
A small number of participants employed minimising as a coping strategy in 
relation to the significance of the event.  Robert discussed how in his view he 
had been cured by the medical intervention and could carry on as before: 
 
You know, you’re the doctor you sort me out I don’t want to 
know anything about it……because that’s your job [to] 
make me well, and my job is getting on with my life….you 
know I just er, no I didn’t do anything special except get 
back to the old routine” (Robert) 
 
 
Following an MI patients are advised to start a regime of self-management, the 
key components of which include taking medication, attending cardiac-
rehabilitation sessions and making lifestyle changes.  The self-management of 
CHD was a significant area where participants employed emotion focused 
coping strategies, the most common of which was avoidance.  Participants’ 
decisions on the self-management of their condition were moderated by their 
emotional response to the diagnosis.  Being faced with the reality of having a 
heart condition and the implications of that made it very difficult for some 
participants to take the recommended steps to manage the health of their heart 
and reduce the risk of a secondary event: 
 
“Yeah, it’s changed my life cos I’m frightened all the time” 
(Megan) 
 
 
This was reflected in a small group of participants’ avoidance of, or limited 
information seeking:  
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Researcher: Have you looked at any other types of support 
like websites?  
Megan: I did but it scared me so I didn’t read it  
 
A small group of participants also expressed that they avoided even thinking 
about their heart condition: 
 
Researcher: do you think em, do you think your heart’s, 
the heart condition’s going to have an impact on your life in 
the sort of the longer term?  
 
Ellen: I really don’t know, I really don’t know. I can say that 
truthfully, only cos I don’t think about it…. make your life 
worse if you start worrying I can’t do this, I can’t do that. 
People don’t want to know you  
 
 
Participants’ uncertain health status was a limiting factor for a small group of 
participants who expressed concern about undertaking physical activity and 
putting strain on their heart in case it caused a secondary event.  These 
concerns led to avoidance coping strategies being employed to limit the amount 
of activity undertaken: 
 
 
“…I’ve just tried in my own way to get back to things you 
know…. I wouldn’t push myself too far at the 
moment…well I get tired, your body tells you when it’s had 
enough doesn’t it…. I’ll never be that confident in my 
health again…never be you know push myself too 
far…that’ll always be in your mind once you’ve had a heart 
attack” (Juliet) 
 
 
Participants were concerned about going out and avoided situations that 
they perceived as dangerous or too challenging for them:  
 
“The challenges was going out………um the insecurity of 
being out on your own whereas when you’re in your own 
home you feel as though your encased in something” (Jill) 
 
“Aldi’s but that’s the only place I go.  My daughter comes 
and helps me with my shopping, its impacted me most 
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through being scared cos I don’t wanna do anything cos 
I’m too scared” (Megan) 
 
 
Two participants had been advised to make multiple lifestyle changes including 
stopping smoking as well as changing their diet and taking physical activity.  
They responded with avoidance of any lifestyle changes, and, in one 
participant’s case, questioning the validity of the request: 
 
“I didn’t want to start the changes with my eating and 
smoking yet, I wasn’t ready.  I probably won’t be ready in 
January, but I know I have to…but I’m just not ready and I 
think that’s probably more so why I said no [to cardiac-
rehab] …. cos I don’t wanna be put with people and um…I 
wasn’t ready to quit smoking and I know they’re gonna go 
on me about my smoking because I smoke more now than 
I did before. (Megan) 
 
 
Conversely, in response to advice, one participant in this group exhibited 
increased unhealthy behaviours as a coping strategy: 
“I’m waking up three times a night for a fag and I never did 
that before and when I do eventually get back to sleep its 
very disturbed. I’m smoking more than …. then 
ever…which obviously they’re not happy about and I’m not 
happy about” (Megan) 
 
Finally, some participants described venting emotions in response to their new 
situation: 
 
“I mean when I was in Harefield I didn’t smoke for four 
days and then I got anxiety and I started getting angry and 
annoyed and so I went outside and had a cigarette…but I 
was fine for those four days but something triggered and 
then they said no, no we’d rather you didn’t and I said well 
I’m going sorry I’m a grown woman and you’re not telling 
me I can’t go and have a cigarette and then I get arsey and 
I don’t like me like that….”  (Megan) 
 
In response to an MI and the subsequent diagnosis of CHD, participants most 
commonly used emotion focused coping strategies to regulate their emotional 
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response.  This theme linked to the subtheme illness identity as it was clear that 
participants distanced themselves from the diagnosis of CHD and/or minimised 
the severity of the diagnosis.  This impacted on individual self-management of 
the condition (control/cure) as participants did not identify themselves with 
needing CR, and, in a number of cases, came up with ‘common-sense’ 
solutions rather than attending the recommended CR programme to reduce the 
risk of a secondary event.  A number of the participants reported significant 
feelings of anxiety, fear and depression that were affecting them up to six 
months post cardiac event (consequence and timeline), leaving them fearful of 
a secondary event, concerned about over exerting their heart muscle, and 
concerned that life would not be the same again. 
 
3.4 Theme: Mind the gap: current offer vs patient need 
 
This theme brings together participants’ perspectives on the support that they 
were offered following their cardiac event, the self-management they were 
undertaking following release from hospital, and what they would have found 
helpful to support their recovery.  Participants reflected on the lack of alternative 
support, their approach to managing their heart condition, and the need for 
more information and support for cardiac patients. 
 
3.4.1 Subtheme: It’s their way or the highway 
 
This theme focuses on the support that participants were offered after their 
treatment for an MI.  The cardiac-rehabilitation programme was declined by all 
participants for a variety of reasons but, following this decision, no alternative 
support was available.  The participants shared their reason for declining the 
cardiac-rehabilitation programme and where this left them emotionally and in 
relation to the wider health system.  
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All participants shared their reason for deciding not to attend the cardiac-
rehabilitation programme on offer.  The major reason for non-attendance was 
that participants thought it was not appropriate for them.  Robert shared his 
decision not to attend was because he felt that he was already very active, and 
the programme couldn’t offer him more than he was already doing: 
   
 
Robert: …that’s why I said that I don’t need this, this physical what's it. 
   
Researcher:  ...so you phoned them up and said it wasn’t something 
that was…. 
. 
Robert: Yes, I couldn’t make it the first time and I said, I spoke to 
someone and said I don’t think it’s worth it, it’s not going to offer me 
more than I’m already doing…   
 
 
 
Other participants felt that it was not the right environment for them, which 
included being in a gym, group sessions, or that it was more appropriate for 
younger people: 
 
 “The programme was like a gym, you know jogging and 
weight lifting; I wouldn’t even do that now even though I 
am feeling 80% better, that’s not the kind of exercise I’ve 
ever done….because I’ve never been to a gym in my life, I 
did used to do yoga for 15 years but keeping that under 
control and walking, I do a lot of walking…..that to me is 
enough, but she didn’t understand it at the Rehabilitation 
Unit”  (Juliet) 
 
“She said like obviously if you want to and change your 
mind and that you want to then yeah.  But I think I said no 
more so because she said they have the group sessions 
and stuff, I didn’t wanna do that …I didn’t wanna be 
reminded that I’m sat with all these people and I’ve had a 
heart attack same as all those people” (Megan) 
 
“…so, I don’t feel any need to go to the gym or anything 
like that, I don’t see the point at my age to be quite honest 
with you” (Neil) 
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The practicalities of attending a cardiac-rehabilitation programme were 
discussed by a number of participants, which included location of the sessions, 
travel costs and time: 
“I don’t know, it didn’t really say what was involved in it, as soon 
as she found out that I couldn’t possibly get there for it because 
it was in [town] …. once she found out I couldn’t possibly get to 
[town name] to attend it, it was sort of shelved and nothing more 
was said.  So, I don’t really know what it involved or what was 
gonna be done at it…” (Neil) 
 
“and when I said I don’t think I’ll be attending the sessions 
the woman in charge was quite snotty about it “Why?” I 
said, “cos I just can’t get here, my son can’t keep taking 
time off work, he works funny hours anyway” …” Well can’t 
you just come for two sessions?”  I said, “no I can’t”, well 
really, she was quite nasty…. she said right we’ll put you 
down as declined.  Well I said I’m not declining it its 
practicalities…I can’t get here” (Jill) 
 
“…...we don’t let you, you can’t come one week and miss 
another. I said well I can’t do it…. having to go week after 
week when it isn’t always easy. It’s going to be I’d have to 
go to [town name] for that every week…. but that’s all they 
seemed to be interested in and they wanted me to do six 
weeks, well I said I can’t” (Ellen) 
 
 
Other health issues were also a consideration for a small number 
of participants: 
 
“and all they were interested in was getting me to walk 
longer, walk further.  Walk until you’re breathless, walk 
until you’re sweating; I said but my knees won’t let me do 
it. I can’t do that” 
 
“….and I thought I’ll go, I will go cos after talking to all the 
diabetics I wanted dietary and all that…. but its…the legs 
and everything conspired against it….and they rang me up 
and I must say they were so sympathetic, yeah they were 
so sympathetic cos I was basically in tears” 
 
Neil shared his frustration at not being contacted by the CR Team after his 
decision to decline CR as he had expected more support following his MI: 
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“I mean one criticism I make of the cardiac rehabilitation 
team, she came to visit me the week after I came out of 
hospital and I haven’t seen her since, I haven’t heard from 
her since; why?  They’re supposed to be the rehabilitation 
team…...well I don’t know what she’s supposed to be doing, 
but to me rehabilitation doesn’t just visit him once, check 
he’s alright and then forget about him, sorry…... that’s not 
rehabilitation, maybe I’m wrong, maybe I’m expecting too 
much? I thought I would have had more from them.  Alright, 
I appreciate that the group thing is inaccessible to me at the 
moment, so that’s off the agenda, but that doesn’t stop the 
rehabilitation team at the hospital visiting or speaking to me 
on the phone, or does it?  I dunno you tell me, what does 
rehabilitation mean?” (Neil) 
 
 
The lack of follow up and concern for the patient’s wellbeing was also reflected 
in Jill’s story: 
 
Jill: they don’t know that I haven’t dropped dead now cos I 
was handed back to my GP within a month.  Had there 
been any issues when I went back to the hospital for my 
check-up then maybe I’d be on a system but because they 
couldn’t…there was nothing wrong and all the blood tests 
were in range…ideal…. I’m just dismissed.   
Researcher: So, you’ve got no follow up now?  
Jill: No nothing, absolutely nothing, until I’m called for 
another set of blood test from the doctors 
 
 
Jill went on to share how the lack of follow up had left her feeling: “I do get 
upset and annoyed because I’ve been dropped off the system, I feel entirely on 
my own” 
 
As illustrated above, the decision not to attend cardiac-rehabilitation was taken 
for many reasons.  Some participants shared that this had left them 
unsupported by the system and questioning why there was no interest in their 
recovery moving forwards.  The participants’ responses related strongly to the 
CSM construct illness identity and the theme I’m not the kind of person to have 
a heart attack, as participants did not feel that CR was relevant for them.  This 
left the participants feeling that there was a lack of interest in them by health 
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professionals, which was contrary to their prior perceptions of the role leaving 
them no choice but to make their own self-management decisions.  
 
3.4.2 Subtheme: Common sense solutions 
 
Once participants were released from hospital and had taken the decision not to 
attend the CR programme, they had to consider how there were going to 
manage their heart condition, what information they had or needed and what, if 
any, changes they might make.  Problem focused coping strategies were 
primarily employed by participants and included acceptance, avoidance, 
lifestyle changes, and problem solving.  These strategies were used across a 
range of health areas including physical activity, diet and smoking.  Although 
problem focused strategies were used by almost all participants, the level of 
change and, in the case of physical activity, the intensity of the exercise, was 
significantly less than needed to improve heart health and reduce the risk of a 
secondary event.    
 
Diet was the most common lifestyle change shared, with half of participants 
making some form of change to their eating habits: 
 
“…but quite honestly I cut down really, I’ve gone from semi 
skimmed to skimmed completely milk; yes I always had 
butter, but I’ve been told by the heart foundation that yes 
you can have butter nowadays but I have cut that out 
anyway, gone on to these plant based margarines that I 
don’t like really, but I don’t have a lot of bread anyway 
…….I don’t have a lot of fat…I can’t remember the time I 
had a meat pie cos of the pastry.  As far as I can I go by 
the traffic light system, not all products are traffic light and 
so by my own volition I don’t know if I’m doing it right.  If it’s 
more that 3% fat I don’t have it and that’s something I’ve 
done myself” (Jill) 
 
“I’m not thinking I shouldn’t have any more red meat…my 
diet was never that bad, but no, I haven’t um said I should 
go vegetarian, I don’t think I eat as much as I do, even 
though my wife says I do.  After dinner I sit down and then 
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have a biscuit and I’ve cut that out… so I would say there 
has been a semi-conscious effort, but I haven’t said that I 
should only eat seeds” (James) 
 
 
Half of participants described the changes that they are making in relation to 
their physical activity, with walking being a popular form of exercise:   
 
“Well I do more walking, I try and do walking as much as 
possible… I go walking around that field about six times, 
which doesn’t sound much but it is quite a bit. I do a couple 
of hours gardening a day…” (Juliet) 
 
“…you might see me sometimes cos not every lunchtime, I 
just walk around here in a big circle a couple of times and 
do that and if I can't, do that when I get home” (James) 
 
“As I say I walk everywhere, I get plenty of exercise going 
up and down to the bus…now that’s point six of a mile to 
get to the bus, point six of a mile to get back plus whatever 
I do wherever I’m going and it is up and down hill…most 
days I walk two miles at least, so there’s the exercise….” 
(Jill) 
 
 
Acceptance was the coping strategy that was used by a minority of participants.  
Ellen described how she has accepted the changes to her health: “so I don’t sit 
here thinking about it. I think I’ve learnt at my age to accept”. 
 
Neil also shared that he had accepted his new health status: 
 
“…I don’t think it’s any different…you just have to get on 
with it.  It’s like you’ve been dealt a hand of cards and 
you’ve got to get on with them.  I can’t undo what’s been 
done…” (Neil) 
 
 
One problem focused strategy that was used by the majority of participants was 
problem solving.  This strategy was applied to a variety of areas including 
adaptation and information seeking.  Adaptive problem solving was used by a 
number of participants, with environmental changes being used to make 
everyday tasks more manageable, and graded tasks to move back towards 
fitness. 
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“I’ve got my kitchen, I’ve got a tray with the kettle, me 
coffee, me tea, sugar, sugar or sweeteners and all that, it’s 
there so everything I need’s there I just turn around and 
opposite I’ve got my …mug.  You do things like that to 
make things easier for you” (Ellen) 
 
“I mean I’ve got …if I go for a shower, I’ve got a seat in the 
other room and I have to take that into the toilet, I’ve got a 
seat in the shower itself so I can do that, then the seat that 
I’ve taken in there I have to sit on that to dry myself, that’s 
how I adapt.  Well with the cooking I can stand there and 
hang on to the side and if it gets too bad I can come into 
the living room her and sit down for a few minutes till my 
breathings back till I finish off” (Christian) 
 
 
Information seeking was a common form of coping strategy used by a majority 
of participants.  This included using booklets given by the hospital as well as 
online information and forums and advice from medical professionals:   
 
“No, I don’t think so.  I mean those little books that I was 
given 15 years ago, they’ve been good, and I suppose if I’d 
of been given some updated versions they might have 
been useful but for the coronary problem but not the 
stroke.  But I got most of the information I want off of the 
internet” (Kevin) 
 
“Lots of forums on there for people with stents… a lot of 
the American forums are very, very interesting” (Juliet) 
 “…. the last one [paramedic] was here for two hours and 
he was unbelievable, and he told me exactly what the stent 
was, more that the guy that put the stent In.  He told 
exactly what had happened to me with the stent” (Juliet) 
 
 
In the absence of input from health professionals as part of a CR programme, 
participants attempted to make decisions about their lifestyle based on 
information from booklets and the internet and by using their common sense.  
This links to participants’ emotional response and illness identity.  The majority 
of participants had a very low level of illness identity, and this, in conjunction 
with emotional responses of minimisation, avoidance and distancing, would 
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explain the low level of intensity of lifestyle changes.  In relation to the CSM, this 
links to the constructs of identity, causal beliefs (i.e. if participants do not believe 
that CHD is caused by lifestyle factors they are less likely to attend CR or make 
significant lifestyle changes), and control/cure regarding their beliefs of how well 
the illness can be personally controlled.  
 
3.4.3 Subtheme: It would have been better if…… 
 
Linking to the two subthemes above, where participants reflected on the offer of 
support and the changes they were making, this theme explores participants’ 
views on the kind of intervention or support with which they would have 
engaged and what would have helped them with their recovery.  Participants 
shared a range of ideas on where the current provision could be improved, what 
additional support they needed, and what additional information would have 
been useful. 
 
The majority of participants discussed the need for additional support following 
discharge from hospital.  This fell into three main areas: individual support, 
group or peer support, and support with medication.  The majority of 
participants expressed the need for individual support, particularly following 
their decision not to attend cardiac-rehabilitation, as there is no alternative 
support available.  Within this, a small group of patients described their anxiety 
when they returned home and the need to check their symptoms with someone 
related to the cardiac unit: 
 
 “Yes, I think as soon as I’d had the stent there’d been 
somebody that had gone through what they’d done and 
said phone me if you get…but you can’t…those people 
don’t exist you know.  They give you phone numbers…the 
lady at [town name] who said she will set me up with the 
rehabilitation centre…I got quite friendly with her…she said 
phone me anytime and I did phone her twice… I don’t 
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know what, I can’t remember now, I couldn’t get through to 
her at all.  I just think if there had been someone there 
from the word go that I could still be talking to now maybe 
just to say I’m still getting these aches and pains to say oh 
it’s quite normal or it’s not normal see your doctor…. 
(Juliet) 
 
“…but lots of people [are] like me it’s just a day, a night 
and then you’re sent home and I think they must really 
need help immediately and there’s no good saying you’ll 
go to this recovery think in a couple of weeks when you 
feel up to it cos that’s too late.  Cos your sent home with a 
letter saying you might get chest pains for a couple of 
weeks but don’t worry that’s normal, Christ, well of course 
they’re gonna worry about it…I just wanted someone who 
knew about hearts to come and see me and say this is 
nothing to do with that or something you know, cos my 
doctor came and it was just like, I could have been talking 
to the plumber.” (Jennifer) 
 
 
Individual emotional or psychological support, as well as support with the 
physical recovery, was felt to be an important factor in recovery: 
 
“…I’m feeling really depressed I can’t stop…all those 
things I couldn’t tell anybody only [name], nobody on the 
end of the phone, that’s a shame. I would rather of had 
that then the gym, being offered the gym.  If there had 
been someone there at [the hospital] that said to me 
maybe the exercise is not for you, if you wanna talk to us 
but there’s not.  I mean [the hospital] gave me the 
number…at the time she seems genuine, but I suppose 
they’re busy.  That’s what you need like a Samaritan 
[laughs] I know it sounds silly but like a heart Samaritan so 
when you hit rock bottom and you want just to chat for ten 
minutes to someone other than the family, but I suppose 
you won’t get that unless you go private I expect” (Juliet) 
 
“Somebody to chat to I think…. somebody in a similar 
situation to me, [its] difficult to say really.  Somebody to get 
me head round the situation and what I can do about it cos 
I’m being told nothing basically…...  Certainly, someone to 
chat to would be good….be them somebody of the same 
age whatever, somebody prepared to talk.  Well I’ve spent 
three hours of your time this afternoon [laughs]” (Neil) 
 
 
A small group of participants also felt that a support group would 
be helpful for them: 
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“but some kind of group to chuck ideas out and listen to 
others may be helpful I don’t know, who’s to say” (Neil) 
 
 
“so for me it would have just been interesting to talk to 
other people about it, different experiences…cos that’s 
what I found the most interesting in hospital, talking to 
other people with heart problems and what they’d been 
through and their experiences…so I think meeting other 
people who’d been through it as well would have been 
great, and socialising as well” (Jennifer) 
 
 
Participants acknowledged the shortage of NHS resources and the impact that 
had on the support available, suggesting that telephone support, either NHS or 
peer support, might be another useful option: 
 
Researcher: You said that the group thing wasn’t for 
you…is there anything else that might have suited you 
better? 
Megan: Yeah, the one to ones, but I know they haven’t got 
the resources to do that which is a shame but it’s just the 
way it is. Some people can’t do the group thing…some 
people are too scared to leave their own home ….so 
something should be provided but I know they haven’t got 
the money or the resources.  It’s not the nurses’ fault cos 
in the hospital they’re run off their feet, but something 
needs to be done.  
 
“…. I think information is a lot to do with it, not just 
information written down but also the person giving that 
information out…from what I’ve seen they’re very busy, 
they haven’t really got the time to say we mean this we 
really want to see how things go and let us know if there’s 
anything we can do to help.  Someone to call, maybe on 
the phone, someone to talk to on the phone maybe.  Um, 
people don’t like …some people don’t like to make 
trouble…well burden’s the wrong word I should have said 
trouble….um, you know don’t want to trouble anybody to 
come out, but they might be good on a phone” (Ellen) 
 
“If there was more local clubs or support groups just where 
you could go and talk to people about how they felt …or 
like they’ve got a down day just thinking about it….maybe 
a telephone buddy experience…so if you can’t have a 
group well pair someone up that’s been through it that 
perhaps a phone call once a week…that you could support 
each other.” (Jill) 
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Additional one to one support for lifestyle changes was felt to be an important 
area for one participant.  Neil shared how he had been asked to make multiple 
lifestyle changes but felt this was general advice given to all patients and found 
this overwhelming, resulting in no lifestyle changes being made: 
 
Neil: but at the end of the day I need to know do I do that, 
or do   I do that.  They say you’ve got to change your 
lifestyle… 
Researcher: It’s too big? 
Neil: Yes, I’m sorry but…. what help I would need in that 
regard I don’t know…a psychoanalyst perhaps? A 
therapist perhaps? Certainly somebody who knows more 
than I do and is prepared to listen and talk to me then 
yes…that’s not gonna apply to everybody obviously cos at 
the end of the day we’re all different…. what do they mean 
by change your lifestyle, change your diet…. it’s too 
generalist for me, I like things in black and white with 
regard to me not the whole population…. maybe I’m wrong 
in thinking that, I don’t know” (Neil) 
 
A small group of participants also shared that understanding the use of the 
medications that they were given at the hospital had been a significant 
challenge in terms of how to take the medication and its purpose:   
 
“So, when you get a not very good English-speaking pharmacist, 
and it’s not their fault but you’re like that …okay…. cos you know 
they haven’t got the time to be there explaining and you think 
someone…whether it’s the GP or someone comes to you straight 
away this was nine days all in all I was waiting for this medication 
and I was scared… So, I think that, that medication side…it is very 
daunting…I already take loads and lots of people don’t like taking 
medication…. they’ve gone all, through their lives without taking a 
pain killer and suddenly you’ve got to take this, its life threatening, 
and you’ve got to take this medication. I think sometimes they slip 
through the net…they haven’t taken their medication properly I 
think more needs to be done when people have had an episode 
and put on all new medication…... I think that’s one of the most 
important parts of it. (Megan) 
 
“cos I’m getting really confused now with appointments 
and I was really confused with all the tablets afterwards.  I 
just could not work out…some were take these twice a 
day, some were take these for a day, others were take 
these for a month…. I thought Jesus” (Jennifer) 
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The information given to patients about the cardiac rehabilitation programme 
was an area for discussion for the majority of participants.  There was a reported 
lack of understanding regarding the content of the cardiac-rehab sessions.  
Some participants were not aware that heart health education session was part 
of the programme and reported a focus on physical activity.  Robert shared his 
experience of being invited to attend cardiac rehabilitation: 
 
Robert: I can’t remember, I mean you know it’s sort of six 
months ago.  There was an, er…. um, there was a letter or 
something; um hang on.  I want to see if I’ve got a letter on 
the cardiac rehab…. 
Researcher: So, it was sent to you rather than... 
Robert: Yes 
Researcher: Rather than being talked through with you? 
Robert: Yes 
 
Robert went on to share his perceptions of the letter he had 
received: 
 
“Our programme aims to help you feel more confident 
about your heart and health management we will work with 
you to support your healthy lifestyle changes’. I’m not 
making any changes. ‘To improve your blood pressure’. I’m 
on pills for that. ‘Cholesterol’; doesn’t need improving. 
‘Check you are taking the appropriate medication’; are you 
suggesting the doctors don’t know what is the medication 
that’s appropriate? You know, ‘your first appointment will 
be an assessment with a cardiac specialist nurse….” 
 
And the questions he had following the letter and information he would 
have found helpful to make an informed decision: 
 
“I might have been interested if there had been a detailed 
description of what the course consisted of, right there was 
nothing about that.  It’s to improve your fitness, how? Are 
we gonna do star jumps, press ups, circuits, running; what 
are we going to do? And er, where are we going to do it? 
Is it a properly equipped gymnasium, are there changing 
facilities um, I want to know all about it……What did bother 
me slightly was I wondered what um, facilities there were 
for showering afterwards if you’re going to do physical 
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activity and I suspect there weren’t any and I would not 
wish to go and do physical activity and then come home all 
sweaty…… I mean it would have been nice to have seen 
where it takes place and if it’s a group thing, how many in 
the group? You know is there enough space in that room 
for the amount of people they are going to put in?” (Robert) 
 
 
This lack of information was reflected in Ellen’s interview, in which she shared 
that she was only told about the exercise component of the programme: 
 
“what…...what else do they offer? I don’t know what else 
they offer that might help me….they never talked about 
anything else to me except about the exercise, the 
walking.” (Ellen) 
 
Other participants also expressed a lack of understanding of the cardiac-
rehabilitation programme: 
 
 
Kevin: Well, I’m puzzled, no, I want to know what this 
um…. This, this extra exercise…. 
Researcher: Oh, the cardiac-rehab? 
Kevin: Yes, what this rehab meant, you know what is the 
value of it.  Bearing in mind that we’re fairly active...that’s 
why I’m a bit cross that I wasn’t told the reason behind the 
rehab.  Um……cos I know that cycling only exercises 
certain muscles” (Kevin) 
 
“I don’t know, cos I don’t know what they do.  Cos, it was 
at the leisure centre I just assumed that it was just heart 
strengthening exercise; is that all it really was?”  (Jill) 
 
A small number of participants expressed that they felt that the benefits of the 
programme were not explained to them, and that the cardiac rehab team should 
do more to ensure that the benefits were clear to patients, and what 
improvements they might see as a result of attending: 
 
“Yeah, some of that and more telling you what the benefits 
were, it didn’t really tell you what the benefits were.  You 
know we’re gonna get you running you know starting off 
with half a mile and in a few weeks, you’ll be able to do 
this…and the benefits are this, this and this.  Not keep 
saying you can breathe better” (James) 
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“Well, I will take their advice and…. that’s why I’m a bit 
cross that I wasn’t told the reason behind the rehab.  
Um……cos I know that cycling only exercises certain 
muscles, although if I understand it……. Yeah, that’s it, I 
just didn’t see the need for it.  But saying that they 
should’ve stressed the need for it.” (Kevin) 
 
 
Two participants discussed how the setup of the cardiac-rehab sessions may 
not be motivational for some people.  They felt that working towards national 
recommendations or a goal-based approach may be beneficial for some 
patients.  Robert shared his views on the use of national recommendations as a 
way of comparing current and desired fitness: 
 
“Possibly what they could do is say we believe that you 
should be doing this; um walking so many kilometres per 
week, um swimming so many lengths so many times per 
week.  You know a list of goals that are desirable so that 
you can then compare what you are doing with what you 
should be doing and you can therefore decide if what they 
are offering is of any value, or am I doing more than that 
anyway” (Robert) 
 
 
James described how a goal-based approach would have given a more 
professional impression: 
 
“I think something where there was more achievement to 
it, challenge and achievement……It was like I didn’t think it 
was gonna add anything professional if you know what I 
mean, I mean I do workshops, I attend workshops in my 
everyday life and if it was that professional and I wanted 
some targets and maybe that’s um, just the way I am you 
know …and I didn't feel there was anything there, it felt 
very shallow you know…..I don’t know it just didn’t seem, 
um, reward based enough for me, I wanna go from 
someone who can’t breathe to someone who can do this 
you know, I can run a mile in six minutes or something” 
(James)  
 
 
An individual assessment of need was discussed by two participants who stated 
that the current approach of assuming need means that resources are not being 
 100 
 
managed most efficiently, and that some people require the support of the 
cardiac-rehabilitation programme more than others: 
 
“I think the first step, don’t start off by saying you need this 
because you’ve had a heart op, because you may not. You 
may be doing far more then there’s on offer. So, what they 
should be saying is if you have a heart op you should be 
doing this sort of exercise per week; now consider whether 
you are getting anywhere near that.  If not, do you wish to 
reach that level yourself or do you wish to come to our 
rehab so we can help you achieve it.” (Robert) 
 
“The focus should be on…there should be something that 
quickly assesses the me types from the lady who’s got 
scoliosis as well as a heart attack and is living on 40 quid a 
week.  I mean I’m probably painting it worse than it is and 
there’s a spectrum in between I’m sure, but the focus 
should be on those folks…. not in terms necessarily on 
how much dosh you’ve got in the bank but maybe a older, 
older in mindset, not necessarily in age but mindset might 
not have any support mechanisms in the family and focus 
on that and say well if [he] needs us he’ll come to us … 
he’ll be sensible enough if he gets into problems that he’ll 
come to us whereas the poor old lady probably doesn’t 
even know how to use an email” (James) 
 
 
In addition to the physical activity sessions one participant felt that a separate 
session on heart health would be helpful for those not wishing to attend the full 
cardiac rehab programme but needing health information: 
 
Robert: I remember [my wife’s] mother was in a home with 
dementia and they had one of the directors of the 
company, erm they had an evening for the families of 
people with dementia and he talked about how it occurs, 
as little as they know and what can be done, and how you 
can help the home and all the rest of it and it was very 
good.  It was a very basic level so something like that. Yes, 
a cardiologist talking about why you get cardiac problems; 
beyond that no…all you’ve got to do is find a cardiologist 
with the time to sit down and talk to them……I mean you 
know my, my ideal idea is that you have an evening in a 
hospital, or it might be out of the hospital where you can 
have a drink, where you can all sit around with family and 
you try and get maybe twenty people with their families 
and say I’m going to lay down the basic rules about why 
people’s hearts suffer and go wonky and then if there’s any 
questions fire away, but make it as informal as possible.  
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Finally, a small group of participants discussed some of the practicalities 
that had stopped them taking up the offer of cardiac rehabilitation, and 
ways the programme could be made more accessible, including flexible 
attendance, transport and accessible locations: 
 
Researcher: Do you think that if the cardiac rehab had 
been accessible to you? 
Christian: Oh, I probably would, yes, I probably would. If it 
had been somewhere like here like the [hospital name] but 
going to [hospital name] that early in the morning, it’s just 
not on for me.” 
 
“Having to go week after week when it isn’t always easy. 
It’s going to be I’d have to go to [town] for that every week 
…alright I can drive, other people may not be able to get 
somebody to drive and say we don’t like you missing a 
week…. maybe you’re not well enough to go one week” 
(Ellen) 
 
 
The suggestions for improvements made by participants acknowledged the 
need for good quality support (individual, telephone or group) for the effective 
physical and psychological recovery for patients with CHD.  Participants also 
stated that more detailed, better quality information was needed for patients to 
make an informed decision on attendance at CR.  Overall, the participants’ 
responses demonstrated the need for support for patients who decline CR as 
well as for those who attend CR programmes.      
4.0 Discussion 
 
4.1 Summary and discussion of the results 
 
There is a vast corpus of research on CHD relating to biological processes, 
medical treatments, interventions, patients’ recovery and psychological 
adaptation.  Despite the quantity of research in this field there is very little 
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known about people who decline CR once they have been discharged from 
hospital.  The psychological research to date has largely focused on people 
who attend CR, who plan to attend and then change their mind, or those who 
drop out of CR programmes (Cooper et al., 2005, Clark, 2003, MacInnes et al., 
2006, Petrie and Weinman, 1996, Whitmarsh et al., 2003, Wyer et al. 2001, 
Wyer, Joseph and Earll, 2001).  
 
The present study aimed to address this gap in the literature by exploring the 
lived experience of people who decline CR while adding to the current 
knowledge in this field and expanding the qualitative evidence base on CHD.  
This study specifically explored the illness perceptions of ten people who had 
declined CR in order to understand how they perceive their CHD, the coping 
strategies that they employ in their recovery, and their approach to the self-
management of this long-term condition.   
 
Participants in the present study shared complex experiences that fell broadly in 
to three main themes, I’m not the kind of person to have a heart attack (which 
included the subthemes Prior perceptions and Illness identity), Patients’ 
emotional response and Mind the gap (which included the subthemes It’s their 
way or the high way, Common sense solutions, It would have been better if…).  
The subthemes Prior perceptions and Illness identity were found to be linked to 
the Patients’ emotional response which was also linked to the subthemes 
relating to patients’ options (It’s their way or the highway) and secondary 
prevention efforts (Common sense solutions).   
 
The coping aspect of the CSM was extended using the TMSC (Lazarus and 
Folkman, 1984) to elucidate a more in-depth understanding of participants’ 
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coping strategies in relation to their recovery.  Both illness perceptions and 
coping strategies were of equal interest as was the relationship between these 
two key factors in adapting to living with an LTC.  The findings of this study will 
be discussed in relation to main areas of investigation (illness perceptions and 
coping), followed by methodological considerations, and finally, 
recommendations to improve engagement and develop interventions for this 
patient group. 
 
4.2 Illness perceptions 
 
One of the aims of this study was to explore the illness perceptions of CR 
decliners, as they have been reported to be important predictors of health 
outcomes in patients with CHD (Broadbent et al., 2004).  Negative illness 
representations have been linked to poor physical and mental health and 
reduced quality of life (Broadbent et al. 2004, Alsen et al., 2010).  The illness 
perceptions of the CR decliners in this study were shown to be complex and 
multi-faceted, weaving across all attributes of the CSM, including timeline, 
identity, cause, control/cure and consequence (Leventhal et al., 1984).   
 
Researchers have argued that illness identity is one of the most important 
constructs of the CSM as it accounts for the most variance in health-related 
outcomes (Kemp et al.,1999, Scharlaroo et al., 1994).  The responses in this 
study illustrated that decliners of CR programmes held extremely low levels of 
illness identity with only participants experiencing ongoing health issues linking 
to the illness identity attribute of the CSM.  At first glance this may not be a 
surprising finding as previous research has reported differences between illness 
perceptions and clinical diagnosis in patients with CHD (Petrie and Weinman, 
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2006).  However, it is important to note that, in the case of patients who decline 
CR, this gap is extreme with very little illness identity reported at all.     
 
Not identifying with the diagnosis of CHD had a broad but significant impact on 
secondary prevention efforts.  This was reflected across a range of areas 
including medication adherence, lifestyle changes, and the decision whether to 
attend CR.  Similar findings have been reported in CHD research where the 
illness perceptions of attenders and non-attenders at CR were investigated.  
Whitmarsh et al. (2003) found that patients who attended CR held stronger 
illness identities than non-attenders, inferring that illness identity is an important 
factor in the decision-making process.  The findings of this study support this 
link between low levels of illness identity and non-attendance at CR as the 
illness identity of CR decliners was reportedly very low indeed. 
 
Some potential reasons for the very low levels of illness identity can be drawn 
from participant interviews.  Firstly, prior to the cardiac event, participants did 
not consider themselves to be at risk of developing CHD.  This was the case 
even in situations where there were clear and significant CHD risk factors, as 
defined by seminal studies such as the Framingham Heart Study, 2019, 
including prior health issues (including cardiac), obesity, family history, and 
unhealthy lifestyle choices (e.g. smoking). Despite these clearly demarked risk 
factors, many of the participants considered themselves to be healthy prior to 
their cardiac event, never having given CHD any real consideration.  Therefore, 
the diagnosis of CHD did not match their self-perception.  This supports the 
findings of Cooper et al. (2005) who reported that patients considered their MI 
to be a discrete event that was not the result of CH or associated risk factors, 
which impacted on secondary prevention efforts. 
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Secondly, as part of participants’ primary appraisal of their new situation, they 
did not identify what had happened to them with their illness representation of 
an MI.  As illness representations are socially constructed, they were developed 
from a variety of cultural and social sources (Leventhal, Nerez and Steele,1984) 
including information from health professionals, the media, and the experiences 
of friends or colleagues with heart conditions.  Participants had anticipated 
experiencing crushing chest pain, shooting pain in their arm, turning blue, or 
collapsing on the ground based on their illness representation.  This finding 
supports previous research in this area which reported that patients’ 
experiences did not match their illness representations of the symptoms of an 
MI (Cooper, 2005, Petrie and Weinman, 1996, 2012).  These representations 
formed the participants’ key frames of reference and demonstrated a poor level 
of knowledge of CHD generally as well as a significant lack of understanding of 
MI symptoms.  The lack of symptom recognition resulted in additional time 
being taken to seek medical assistance, as a number of participants did not 
recognise their symptoms as being cardiac related.  This supports the findings 
of Coventry et al. (2016) who reported that participants did not interpret their 
symptoms as an MI and sought advice from friends and family before seeking 
medical assistance.  In the current study some participants reported a 
significant delay between onset of symptoms and seeking treatment.  This delay 
potentially increases the immediate risk to the individual, as treatment for an MI 
is most effective delivered close to the onset of symptoms and has been shown 
to reduce the risk of mortality and morbidity in MI patients (Rathore et al. 2009, 
Terkelsenet al., 2010).   
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The disparity between perception, experience and clinical diagnosis resulted in 
patients reporting shock and disbelief that they had been diagnosed with an MI 
as their personal experience was so far removed from their illness perceptions. 
In a study of MI patients, Dullaghan et al., (2013) reported that patients were 
unclear of their diagnosis based on the symptoms that they had experienced: 
the findings of the present study support this view.  Similar findings have also 
been reported by researchers e.g. Alonzo and Reynolds (1998), Broadbent et 
al. (2004), Cooper et al. (2005) demonstrating the ongoing low level of 
awareness of MI symptoms in the general population and the need for 
awareness raising and education in this health area. 
 
The participants’ perceptions of the role of health professionals impacted on the 
perceived timeline of the condition and impacted on how controllable the 
condition was and the consequences of CHD.  The timeline of the condition 
varied among CR decliners with some participants holding strong views that this 
was an acute discrete incident and that the health professionals had medically 
intervened and cured them.  This was particularly the case for those with no 
ongoing symptoms, which supports findings by Petrie et al. (2002) who found 
that, initially, following an MI, participants’ timeline of the condition was acute.  
Following an intervention addressing erroneous illness representations this 
moved to chronic.  In this study those continuing to experience symptoms were 
concerned that they had not been cured, as they had been told (both verbally 
and in the literature) that they would be fully recovered after two weeks 
following PCI and this was not the case.  Although there was a perception of an 
acute timeline the majority of participants had some recognition that things 
would not be the same.  This was certainly the case for those with ongoing 
symptoms and those reporting negative affect.  
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Causal beliefs can be attributed to psychological (Moss-Morris et al 2002), 
biological (Heijmanns, 1998), or environmental factors, and, in the present 
study, this was another area where illness representations did not reflect the 
clinical diagnosis.  Participants reported the causes of their heart condition to 
include stress, other health conditions, and ageing, with some participants 
reporting having no clue as to why this had occurred.  Previous research has 
proposed a link between the perceived cause of an MI and CR attendance.  
This research demonstrated that if patients misattributed the cause of their 
heart condition to factors such as stress, exercise and activity (Cooper et al., 
2005), or germs and viruses (Whitmarsh et al., 2003), they are less likely to 
believe the condition is controllable and attend CR.  While the findings of the 
present study support this view, the very low levels of illness identity reported by 
CR decliners could be argued to extend to their causal attributions, therefore 
limiting self-management efforts.  For example, some participants in this study 
did not recognise the diagnosis of an MI, or consider this to be part of an LTC, 
therefore not seeing the need to make concerted secondary prevention efforts 
including attendance at CR.   
 
Participants also shared a number of perceived physical and social 
consequences from living with CHD that impacted on their lives.  This was the 
case particularly for the 50% of participants reporting negative affect.  The 
consequences of the condition included changes in their position in the family 
(as their family was now looking after them), an inability to work, financial 
hardship and increased costs, not being able to find a partner, not being able to 
travel and not being able to get back to normal and enjoy life. This supports the 
findings of Herber et al. (2017), who found that participants reported a threat to 
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their self-identity, experiencing biographical disruption (Bury 1982) following a 
cardiac event, this was particularly the case for participants without any co-
morbidities. For participants who perceived the timeline of the condition to be 
acute, the consequences were less severe than those with negative affect and 
ongoing symptoms. 
 
CR has been well documented as an effective intervention for the secondary 
prevention of CHD improving physical and mental health and quality of life 
(Dalal and Doherty, 2015, Hammill et al., 2010, Marzolini et al., 2016). National 
guidance (NICE 2007, 2013, SIGN 150) states that information should be 
tailored to meet individual needs and that health beliefs should be explored prior 
to offering advice on lifestyle changes and self-management, including CR 
attendance.  The benefits of attending CR were not clear to this group of 
decliners who reported believing that CR was only focused on exercise.  Similar 
findings have been reported in other studies, e.g. Cooper et al. (2005) and 
McCorry et al. (2009) who found that patients held a number of erroneous 
perceptions on the content of CR programmes.  Prior research has 
recommended that clinicians explore the illness perceptions of patients 
regarding CR programmes and exercise in order to increase uptake, address 
erroneous beliefs and improve patient outcomes (Herber et al., 2017, Leventhal, 
Phillips and Burns, 2016, Petrie and Weinman, 1997, McCorry et al., 2009).  It 
seems from the findings of this study and others, that, despite 
recommendations, there are still very low levels of awareness of the content of 
CR programmes.  This is an important issue that needs to be addressed by 
providers.  It is clear that attendance at CR would address some of the 
knowledge and support needs of patients that have been documented in this 
and other studies.  Currently the benefits of CR are not clearly understood 
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which means that patients are not making informed decisions about the self-
management of CHD.  In addition, participants in this study were not offered an 
alternative to CR leaving them feeling excluded and ‘dropped from the system’.  
This lack of information and support led participants to make low impact 
common sense decisions to try to reduce the risk of a secondary event.    
 
One interesting and unexpected outcome from the semi structured interviews 
(not reported in the results as the conversations took place with the researcher 
following the interview) is that one third of participants, as a result of their 
reflections in the interview but without additional information or prompting, 
expressed a desire to attend a CR programme.  Within the TMSC, emotion and 
problem focused coping strategies can impede or facilitate an effective 
resolution (Folkman and Moskowitz, 2004; Lazarus and Folkman 1984).  If one 
of the first tasks of coping is to manage the emotional response (Lazarus and 
Folkman, 1984), which seems to be the case for CR decliners, then this patient 
group may require more time before they are ready to reappraise their new 
situation and employ problem focused coping strategies such as attending CR.  
Research by Petrie et al. (2002) demonstrated that an intervention with MI 
patients can significantly impact on their illness representations of CHD.  In the 
case of CR decliners this may be an intervention as simple as allowing them to 
time to understand what is being offered and reflect with a clinician on the 
benefits to them.  Based on the current study this approach could improve 
uptake of CR and increase the secondary prevention of CHD. 
 
The information shared with patients following an MI was another area that was 
not seen as relevant to participants.  Previous research has shown that while MI 
patients perceived that there was a high level of informational support available 
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there were deficits in this provision, specifically around physical activity, 
rehabilitation and ongoing care (Cohen and Wills, 1985).  In the current study, 
written and verbal information relating to improving heart health was given to 
patients while they were still in hospital, following discharge, and during 
conversations with CR teams.  For CR decliners the information presented did 
not resonate with them as being useful or important for guiding their recovery, 
or as an alternative to CR.  It may be that this is due to the lack of illness 
identity demonstrated by this group of participants.  However, it could also be 
argued that the information provided to CR decliners did not meet their specific 
needs, although the quality and content of information was not the focus of this 
study and further research would be needed to establish the most effective 
information provision for this group.  The participants in this study did not 
perceive CR, or the information provided, to be relevant to them but rather they 
considered their normal daily activities to be sufficient to aid their recovery, 
supporting the findings of McCorry et al. (2009) and Herber et al. (2017), 
perceiving themselves to be active, eating healthily, or too old to make changes. 
These perceptions moderated their self-management efforts as the information 
presented was perceived to be generic, lacking in detail, and not relevant for 
people in their situation.   
 
These contact points with patients demonstrate missed opportunities by health 
professionals and cardiac organisations to address erroneous perceptions of 
CHD and support effective self-management.  If patients in this group cannot 
see themselves benefiting from secondary prevention information or other self-
management approaches they are less likely to make any meaningful efforts to 
reduce the risk of a secondary event.  Research has shown that illness 
representations, especially causal beliefs, impact on the extent of lifestyle 
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changes undertaken by MI patients (Wyer et al., 2001).  This was reflected in 
CR decliners where a low impact common-sense approach to self-management 
was taken by most participants, with others making no changes at all.  
 
It is clear from the research that illness identity is an important measure of a 
patient’s perceptions, however, it could be argued that this attribute of the CSM 
does not go far enough, as it does not account for the wider context of an 
individual’s self-identity. Illness identity is not developed in the vacuum of one 
health condition or one diagnosis (Hagger and Orbell, 2003, Leventhal, Nerez 
and Steele, 1984).  Rather illness representations are developed socially and 
culturally and reflect onto a background of an individual’s self-identity, i.e. who 
we are in the world based on our experiences, social and personal 
relationships.  When a person is diagnosed with an LTC their view of 
themselves can be significantly impacted.  If they have always considered 
themselves to be healthy this can cause significant cognitive dissonance 
creating a significant stressor that has to be managed.   
 
The lack of illness identity reported in the present study lends some support to 
the research findings of McCorry et al. (2009) who reported that the diagnosis of 
an MI did not fit with the participant’s individual identity. However, while the 
participants in the present study did not identify with the diagnosis, they also did 
not report the hierarchy of illness, attributing symptoms to pre-existing co-
morbidities. The difference in the findings may be due to McCorry et al. (2009) 
including non-attenders in his participant group.   This may also be the case in 
relation to Herber et al. (2017) who reported that the self-identity of participants 
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was threatened (biographical disruption (Bury, 1982)), although this was 
significantly reduced for those with existing LTCs.  The findings of the present 
study demonstrate that its participants (decliners) did not identify with the 
diagnosis of CHD at all, regardless of whether they had an LTC.  Illness identity 
was only expressed by participants who had ongoing symptoms.   
 
In the case of CR decliners, the information and diagnosis they were presented 
with did not reflect their illness representation of CHD, but moreover it was not 
representative of their perceived self-identity.  This may explain the high levels 
of emotion focused coping strategies employed by this patient group.  A meta-
analysis of empirical studies using the CSM conducted by Hagger and Orbell 
(2003) reported a negative association between CSM attributes (cure/control, 
consequence, timeline, and identity) and psychological wellbeing, vitality and 
social functioning.  The authors posited that patients with a higher illness 
identity were more likely to believe that their condition was chronic, that they 
had less control and that there were serious consequences of their illness 
resulting in poorer outcomes.   While these results are supported to some 
extent in the current study, CR decliners do not fully fit this framework. 
Converse to Hagger and Orbell’s findings, CR decliners reported very low levels 
of illness identity and mixed responses on control and consequences, which 
may be due to the high levels of emotion focused coping used in this patient 
group.  The difference in these findings may simply be due to comparing 
different research methods, i.e. quantitative and qualitative approaches to 
measuring CSM attributes.  However, there is a difference here that should be 
noted and requires further investigation especially as there is so little 
understood about this patient group.     
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In summary, CR decliners exhibited very low levels of illness identity which 
impacted on other attributes of the CSM.  Although the CSM was a useful 
framework for investigating illness representations of CR decliners generally, 
consideration should be given to broadening the illness identity attribute of the 
CSM to include a more holistic definition of identity.  This would be a more 
useful approach for clinicians working with this patient group, giving them the 
opportunity to fully explore the diagnosis of CHD and its impact on patients’ 
perception of themselves and their lives.   
 
4.3 Adaptation and coping 
 
One of the aims of this study was to understand the coping strategies of CR 
decliners.  In this study Lazarus and Folkman’s TMSC (which includes problem 
and emotion focused coping styles) was used to extend the coping aspects of 
the CSM.  The CSM (Leventhal et al., 1984) proposes that coping efforts are 
responses to cognitive and emotional representations to manage a health 
threat.  The purpose of using the second model was to gain a more in-depth 
understanding of coping strategies used by CR decliners in relation to their 
condition.  Researchers have proposed that coping is a mediating factor in 
health outcomes, and, broadly, problem focused coping strategies have been 
reported to be more adaptive and linked to improved health outcomes in the 
longer term (Kemp et al. 1999, Stewart et al. 1997).  Although a mixture of 
coping strategies was shared by decliners of CR programmes, emotion focused 
coping was used significantly more overall by participants with avoidance, 
distancing, and minimisation being the most common emotion focused coping 
strategies employed. 
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Lazarus and Folkman (1984) and Folkman and Moskowitz (2004) propose that, 
when a threat is encountered, one of the first coping tasks is managing the 
emotional response to the stressor before other coping strategies can be 
usefully employed.  The findings of this study support this view.  In this group of 
CR decliners, emotion focused coping strategies were dominant with 
avoidance, distancing and minimisation strategies frequently used.  Following 
an MI, patients can be left feeling vulnerable to a secondary event (Whitehead 
et al., 2005), traumatised, distressed, and uncertain of how to manage their LTC 
(Cooper et al., 2005, Dullaghan et al. 2013).  These findings were reflected in 
the current study with participants responding to their diagnosis by distancing 
themselves from it (e.g. expressing disbelief, questioning medical opinion), or 
using minimising coping strategies (e.g. normalising CHD), in order to reduce 
their emotional response to the diagnosis.  
 
Emotion focused coping has been suggested to have a protective effect in the 
short term by a number of researchers (Fang et al., 2016, Ginzberg et al. 2002, 
Suls and Fletcher, 1985).  Lazarus and Folkman (1984) suggest that this is the 
case when the threat exceeds the individual’s resources.  Research supporting 
this view has shown that emotion focused coping has resulted in reduced 
symptom severity (Illness identity in the CSM), stress, depression and anxiety 
following an MI (Fang et al., 2016).  In CR decliners it was reported that there 
had been a strong emotional response which was still being managed with 
emotion focused coping strategies up to six months post hospitalisation.  This 
suggests that the emotion focused coping strategies employed by CR decliners 
had not successfully resolved the initial emotional response to the cardiac 
event, making effective self-management difficult to achieve.   
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Avoidant coping by CR decliners also accounts for the decision not to attend 
CR.  Although some of the reasons described by participants were practical, 
e.g. travel costs, time, and accessibility, the majority of participants did not see 
that the programme was relevant to them, giving reasons for non-attendance 
including already being active, or that the gym, or groups, were not the right 
environment for them.  Research by Whitmarsh et al. (2003) reported that there 
were differences in the primary coping strategy used by attenders and non-
attenders of CR programmes.  CR attenders were found to predominantly use 
problem focused coping strategies and non-attenders primarily used emotion 
focused coping strategies.  Overall attenders at CR programmes were found to 
use more of both types of coping strategies in relation to their condition.  
Whitmarsh et al. (2003) suggest that if patients do not consider that they have 
been affected emotionally or physically by the cardiac event then they do not 
perceive that there is a problem to be dealt with.  Similarly, Leventhal et al. 
(1984) proposed that the coping responses will be proportionate to the level of 
perceived threat.  In the case of decliners of CR emotion focused coping was 
clearly dominant, supporting the findings of Whitmarsh et al. that patients using 
high levels of emotion focused coping are less likely to attend CR.  However, 
with CR decliners, emotion focused coping strategies were used to reduce the 
emotional response to the diagnosis.  The use of emotion focused coping 
strategies, including avoidance, minimisation and distancing to respond to the 
cardiac event indicates an acknowledgement that there is a threat that needs to 
be responded to; even if the coping strategies chosen to respond are 
considered maladaptive, they are a coping response nonetheless.  
 
CR decliners reported feeling confused by the lack of ongoing support by health 
professionals once they declined CR.  They perceived this as a significant lack 
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of interest in their recovery, leading to feelings of exclusion or being dropped by 
the system.  While local resource and commissioning constraints undoubtedly 
impact on the support available, this had a significant impact on participants, 
leaving them feeling abandoned by the health service and with no support in 
their recovery.  For some participants, who had been asked to make a number 
of lifestyle changes, this lack of support resulted in no lifestyle changes being 
undertaken and in one case an increase in unhealthy behaviours.  A report for 
The Health Foundation (2011) notes that following a diagnosis of an LTC 
patients are asked to make significant lifestyle changes.  However, for CR 
decliners, the lack of support from health professionals to address lifestyle 
issues at best moderated any attempt at lifestyle change and at worst increased 
patients’ risk behaviours.   
 
Following the decision to decline CR participants had to decide how they were 
going to manage their heart condition.  Interestingly, participants did use some 
problem-solving coping strategies in an attempt to manage their heart condition.  
This occurred despite exhibiting very low illness identities and considering CR 
to be inappropriate for them.  The application of problem focused coping was 
most commonly in relation to lifestyle changes, e.g. diet, by making healthier 
choices (e.g. reducing red meat and fatty foods), taking low impact physical 
activity (e.g. walking) and, for one participant, making plans to stop smoking.  
However, these problem focused efforts to self-manage were moderated by 
emotion focused responses reducing the extent and impact of the lifestyle 
changes undertaken.  The limitations of this approach were apparent in a range 
of areas.  For example, participants were concerned that putting their heart 
under strain during physical activity may cause a secondary event.  This 
supports the findings of previous research (Herber et al., 2017, McCorry et al. 
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2009, Wyer, Joseph and Earll, 2001) and Wyer Earll, Joseph and Harrison, 
2001).  In their study of MI patients’ beliefs on their recovery and perceptions of 
CR, Wyer, Jospeh and Earll (2001) reported that patients perceived that resting 
and avoiding physical exertion was more appropriate for their recovery than 
physical activity.  In the present study these perceptions moderated the intensity 
of any physical activity taken and therefore the benefits to the individual.  So, 
where attempts at self-management by CR decliners were present, they were 
significantly moderated and not attempted at a level to positively impact on 
heart health.    
 
Other problem focused coping strategies were employed by CR decliners but to 
a lesser extent.  Avoidance was used in relation to situations that could trigger 
unhealthy behaviours (e.g. certain friendship groups), acceptance (particularly 
for the oldest participants), and making adjustments to their lifestyle so that they 
could manage everyday tasks more easily (e.g. making a cup of tea, cooking, or 
graded tasks).  These problem focused coping strategies supported acceptance 
and adaptation but were used only by a minority of participants.  It should also 
be noted that although the majority of participants made some attempt to self-
manage their condition, two participants acknowledged making no changes at 
all (with the exception of medication adherence) as they did not see the benefit.    
 
There are a number of information sources available for patients to guide their 
recovery.  These resources could be used as an alternative to attendance at CR 
to supplement knowledge on how to self-manage CHD effectively and included 
pamphlets, websites, support groups, and forums.  Participants acknowledged 
that there were some good sources of information available to them (e.g. BHF) 
but had not found them useful for their recovery (if they accessed them at all).  
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The resources participants reported being given by health professionals or 
accessing themselves included the BHF pamphlets and website, and online 
forums.  These sources of information were not perceived to be relevant and as 
a result were either accessed briefly, considered not to reflect their personal 
situation, or ignored and forgotten about.  Additionally, the information available 
in relation to recovery following a PCI gave a very positive outlook and painted 
a picture of recovery within two weeks which did not match the experience of 
participants with ongoing symptoms.  This increased anxieties that there was a 
serious issue following the medical intervention.  It could be argued that CR 
decliners did not access information on CHD in order to avoid an emotional 
response to being faced with the reality of their health status.  This left them 
without a good source of reference to guide their recovery and therefore make 
common sense decisions about secondary prevention.  The evidence suggests 
that attendance at a CR programme would meet many of this patient group’s 
needs (e.g. increase knowledge of heart health, improve self-management, and 
reduce the risk of a secondary event) (Dalal and Doherty, 2015; Hammill.et.al. 
2010; Marzolini et al., 2016; Michie at al., 2005, Sumner et al., 2017).  However, 
once patients decline the invitation of CR, no further support is available unless 
there are ongoing symptoms.  This lack of information arguably leaves CR 
decliners unsupported, with their negative illness representations and sub-
optimal coping strategies unlikely to be identified, and potentially at increased 
risk of a secondary event. 
 
It has been well documented that it is not uncommon for patients to experience 
anxiety and depression following a cardiac event (The Health Foundation, 2011, 
Greco et al. 2015, Smolderen et al., 2017).  This was reflected in the present 
study with 50% of participants reporting periods of low mood, anxiety, or 
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depression up to six months post cardiac event.  Research has demonstrated 
that patients who report negative affect at four months experience similar levels 
of emotional distress in the long term (Saliman-Toumaala et al., 2012, di 
Benedetto et al. 2007, Kroemek et al., 2016). A number of researchers have 
linked negative affect to poorer health related outcomes for patients and have 
made recommendations for clinicians to take the time to identify those with 
increased risk factors, including patients with negative affect.  This is seen as 
an important step in secondary prevention and improving health outcomes for 
this group.  The responses from participants in the present study demonstrate 
that this is not the case and that there is still work to be done with clinicians to 
identify and support patients experiencing negative affect, especially for those 
with perceived cardiac related symptoms.  The lack of support and emotional 
response to the diagnosis of CHD arguably made attempts at self-management 
more complex for this group.  This resulted in participants seeking medical 
advice from clinicians to reduce their anxieties and therefore increased use of 
health services.    
 
 
Support from health professionals forms part of the broader picture of perceived 
social support.  Social support can be used as either a problem focused, or 
emotion focused coping strategy depending on the need it is being employed to 
meet.  In the present study participants reflected on what would have been 
useful to support them as part of their recovery.  One strong theme shared by 
participants was additional support for medication regimes as well as support 
from health professionals to come to terms with the diagnosis of CHD and self-
management.  These findings support research by Kähkönen et al. (2016) who 
found that MI patients expressed a need for additional functional support, 
specifically time with health professionals to discuss their concerns about their 
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health.  The participants in Kähkönen et al.’s study reported requiring additional 
support from health professionals some weeks post discharge in order to meet 
these emotional and informational needs.  This was also the case for decliners 
of CR programmes, as, once they have decided not to attend CR, the 
opportunity to address concerns or issues regarding their CHD are at best 
limited, with some participants reporting no further contact with health 
professionals at all.  Following an MI patients may feel shocked, vulnerable 
(Whitehead et al., 2005), and traumatised (Cooper et al., 2005, Dullaghan et al. 
2013). Time as an inpatient is often very short, and patients may not have had 
the time, or the capacity, to appreciate fully their diagnosis or what is required to 
reduce the risk of a secondary event.  The CR decliners in this study reported 
feeling overwhelmed when they returned home, requiring additional functional 
support to reduce their concerns and anxieties, and support to employ adaptive 
coping strategies to improve health outcomes.   
 
In the current economic climate, it is difficult for health services to meet the 
needs of all patient groups (NHS Forward Plan, 2019).  Politicians and 
commissioners of health services often ignore long term outcomes in favour of 
meeting short term budgetary constraints (Piepoli et al., 2015).  These 
limitations were recognised by the participants in this study, who acknowledged 
that funding and resources were an issue limiting the amount of support that 
could be offered to them.  However, it was also clear that despite the decision 
not take part in the usual care offer following a diagnosis of CHD (CR), this 
patient group has both functional and social support needs that are currently 
unmet.  Participants reported that additional support, specifically surrounding 
medications, symptoms and emotional adaptation following hospital discharge, 
would have reduced their anxieties and supported them to come to terms with 
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their diagnosis.  They acknowledged that, although they would like this to be 
provided by a knowledgeable health professional (e.g. a member of the CR 
team), this may not be possible.  Alternative suggestions included individual 
telephone support tailored to support lifestyle changes and individual needs, 
which was the preferred option.  However, alternatives of peer support or other 
professionals offering telephone support would have also been acceptable and 
helpful in reducing anxieties, supporting adaptation.  Arguably, this additional 
support has the potential to fill the gap between the current offer of CR and the 
unmet needs of this patient group by increasing problem focused coping 
strategies to aid adaptation, guide recovery and improve outcomes at a 
relatively low cost.   
 
4.4 Implications for theoretical and clinical practice 
 
To date there has been very little research conducted with CR decliners.  One 
of the aims of this study was to test the utility of the CSM with this patient group.  
The findings of the present study demonstrate that the CSM offered a good 
framework for investigating illness perceptions, with participants sharing a range 
of perceptions that weaved across the domains of the CSM.  However, one 
area was largely missing from CR decliners’ responses, which was illness 
identity.  The majority of participants did not identify themselves as having CHD, 
and therefore, with the exception of those with ongoing symptoms, illness 
identity was not apparent.  What was clear from participant responses was that 
the diagnosis of CHD had a significant impact on self-perception, i.e. the 
diagnosis and self-perception or self-identity did not match, leading participants 
to experience emotional responses up to six months post MI.  The CSM did 
indeed provide a good base framework although the lack of illness identity leads 
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to the question of whether the illness identity domain of the CSM should be 
broadened to self-identity, therefore encompassing a more holistic definition.  
For this group of participants, this approach would be more applicable than the 
current model as a way of determining patients’ perceptions of themselves and 
the impact of a diagnosis of CHD on their self-identity.  This would have helped 
to broaden the understanding of the support required and where to target any 
interventions.  Additionally, participants expressed a significant lack of 
knowledge regarding the symptoms of an MI which impacted on their illness 
identity.  This demonstrates a lack of public awareness that health educators, 
public health specialists and the media should review as there is an opportunity 
to increase public knowledge and understanding of an MI which could impact on 
treatment seeking behaviours as well as illness identity and secondary 
prevention efforts. 
 
It was clear from participants’ responses that they felt a need for support, 
especially following discharge from hospital.  This is perhaps contrary to 
perceptions of this patient group as not engaging with health professionals.  
Participants did not engage because they did not understand the benefits to 
them of CR. Some did not want to attend group sessions but were interested in 
individual support.  The benefits of CR were not clear to participants and CR 
teams should review the information given to patients and ensure that they 
understand the benefits of attendance.  Patients did not understand the course 
content and required more detailed information on attendance, i.e. the facilities 
available.  These recommendations are not unique to this study, however, there 
is clearly still an unmet need and therefore this point is important to reiterate.   
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Additionally, a flexible approach to CR would support patient engagement and 
uptake.  National guidance (NICE CG172, NICE QS99, BACPR, 2017, SIGN 
150) recommends allowing patients to attend the sections that are relevant to 
them.  It is clear that while some areas offer a flexible approach to CR (e.g. 
attending the educational sessions), this is not the case in all areas where a 
more structured approach to attendance is taken.  In this study participants 
were not aware of the educational sessions as the focus had been on physical 
activity, therefore limiting the knowledge to make an informed choice.  It could 
be argued that, by having only one type of support available, there is the 
possibility of widening health inequalities as those most in need of support are 
likely to be those who do not engage.  Therefore, flexibility and a variety of 
support are important factors in improving outcomes for this group.  It may be 
that CR decliners would benefit from a different approach to CR - one that is 
accessible later when they are ready to engage in secondary prevention efforts.  
This could simply be through CR services revisiting patients’ decisions with 
them at a later date, as it is clear that a third of the participants in the present 
study would have accepted a later invitation.  There may also be opportunities 
to develop online CR programmes or apps as they would be more accessible to 
patients, not as resource intensive, and not time bound in the same way as 
community-based CR programmes.  There are clear opportunities in this area 
for further research and robust evaluation with the potential to make a real 
difference for this patient group. 
 
As well as having a flexible approach to support for patients not wishing to 
engage in traditional CR, it is important for clinicians to identify patients 
experiencing negative affect and explore patients’ illness perceptions of the 
condition as well as perceptions of CR programmes and the role of exercise in 
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recovery.  By taking the time to understand patients’ emotional responses and 
address erroneous beliefs there is an opportunity to work with patients to 
support effective adaptation following an MI.  CR teams would be best served 
by including a psychologist within the CR team, following NICE guidance for 
best practice (although only 15% of services currently have this expertise within 
their teams (BHF, 2018).  It was clear from the interviews conducted in this 
study that once participants have the time to address their concerns and 
consider their perceptions they are more likely to access CR.  It may be that, if 
all participants who declined CR were offered a session focused on their 
individual illness perceptions, secondary prevention efforts could be improved 
resulting in improved health outcomes.  While there is an initial financial 
implication to employing a health psychologist in a CR team the potential 
increased uptake of CR and reduction in service utilisation would offset any 
costs. 
 
It seems that far from not wanting to engage with services, CR decliners would 
like more consideration for their individual needs.  This includes better 
information on the benefits of CR, a more tailored approach to involvement so 
that they can attend pertinent sessions and additional support in relation to 
medications, emotional adaptation and symptom management (all of which 
seem reasonable requests).  This, coupled with psychological support to identify 
those most at risk of poorer outcomes, could have a significant impact on 
secondary preventions and uptake of CR programmes.  
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4.5 Methodological considerations  
 
The aim of this research was to explore the experiences of decliners of CR 
programmes.  As this patient group generally do not engage with health 
professionals as part of their recovery they are perceived as hard to reach.  In 
this study, significant effort was put into the recruitment drive, to ensure 
sufficient participant numbers.  This resulted in the recruitment of participants 
with characteristics specific to the study’s aim (Malterud, et al. 2015) who 
shared in-depth, rich experiences giving meaningful insights into their illness 
perceptions and coping strategies, shedding light on this little understood 
patient group.  However, despite a broad recruitment drive, the majority of 
participants were diagnosed with an MI and therefore the illness perceptions 
and coping strategies of CHD patients undergoing surgical interventions may 
not be fully represented in the present study, this is an area that future research 
may wish to explore.  Additionally, one of the findings of the present study is 
that of all the recruitment strategies that were tried the only one that received 
any response was in answer to the invitation packs sent out through the CR 
teams supporting this study.  This finding is helpful for researchers looking to 
explore this patient group, as a more direct, focused recruitment strategy could 
be undertaken reducing the costs and resources required for future larger scale 
research.   
 
While this study has resulted in in-depth, transferable findings it should be noted 
that none of the participants were from minority ethnic groups (all of the 
participants classed themselves as White British and spoke English as their first 
language).  This is something future research may wish to explore as it is 
unclear how cultural differences might impact on the illness perceptions and 
coping strategies of people from different ethnic backgrounds.   
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Additionally, the participants in this study were interviewed up to six months 
post cardiac event as illness perceptions change over time.  While this study 
has given a starting point for further exploration it is unclear whether CR 
decliners would maintain the same illness perceptions at one or two years.  
Longitudinal research is required to understand fully the experience of CR 
decliners and the impact on health outcomes for this group.   
5.0 Conclusion 
 
CHD is a serious long-term condition that been linked to poor outcomes for 
patients who do not actively self-manage their health condition.  CR is effective 
in the secondary prevention of CR for those who attend.  The literature to date 
has not fully explored the adaptation and recovery of people who decline the 
standard care offer of CR.  This study is a first step in exploring the perceptions 
and recovery of this patient group based on theoretical frameworks (CSM, 
Leventhal et al., 1984 and TMSC, Lazarus and Folkman, 1984).   
 
This study enhances and extends current knowledge of patients with CHD in a 
number of ways.  Firstly, the CSM has been demonstrated to be a valuable 
framework for understanding the illness perceptions of CR decliners who have 
shared complex representations of CHD.  Secondly, the use of the CSM 
demonstrated that CHD patients are not a homogenous group as CR decliners 
reported very low levels of illness identity instead sharing a lack of identification 
with their diagnosis.  Despite this, CR decliners had attempted to put secondary 
prevention efforts in place, although significantly moderated due to the primary 
use of emotion focused coping strategies.  Thirdly, it was clear that this patient 
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group, despite being considered not to engage with services, had a strong 
desire for support with the psychological and physical adaptation to living with 
CHD that was tailored to their needs.  Fourthly, this study has identified a clear 
pathway for accessing this hard to reach patient group and therefore paving the 
way for future research in this area.   
 
Finally, a number of recommendations have been made for theoretical and 
clinical practice.  In relation to theory, these include broadening the definition of 
identity within the CSM to reflect the very low levels of illness identity of CR 
decliners as well as research into the development of more accessible forms of 
CR that can be delivered remotely.  Recommendations for clinical practice 
include the exploration of illness perceptions and coping strategies of patients 
who decline CR by health professionals, improved information on the benefits of 
CR, and an opportunity for patients to review their beliefs and approach to 
secondary prevention with a psychologist.  The findings of this research offer 
significant opportunities for clinicians and researchers to develop effective 
interventions to enhance secondary prevention for this patient group and with 
the potential to improve health outcomes and increase overall wellbeing. 
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